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ABSTRACT 

This document presents a Congressional report on the 
topic of children and Acquired Immune Deficiency Syndrome (AIDS). 
These topics are addressed: (1) dramatic increases in AIDS among 
infants and young children; (2) differences in pediatric AIDS and 
AIDS among adults; (3) minority children's disproportional rate of 
infection with AIDS; (4) scarcity of care for children with AIDS; (5) 
new efforts to support AIDS services for children; (6) enormous and 
escalating costs of caring for children with AIDS; (7) risk of AIDS 
in adolescents due to sexual activity; (8) the greater risk of AIDS 
for minority adolescents; (9) hemophilia-related AIDS in adolescents; 
(10) drug abuse, AIDS, and adolescents; (Tl) care for adolescents 
with AIDS; (12) prevention strategies for adolescents; (13) legal and 
ethical considerations concerning AIDS and children and adolescents; 
and (14) the federal effort in prevention and treatment of AIDS. 
Appendices include a list of 84 references. Centers for Disease 
Control guidelines, ai ^ a resource listing. Additional views of 
members of. the Select Committee on Children, 7outh, and Families as 
well as di5;senting minority views are included. (ABL) 
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iQtroductlon 



AIDS (Acquired Immune Deficiency Syndrome) has rapidly 
become the Nation's number one public health threat. It has 
already taken the lives of more than 26,000 Americans, lirinci- 
pally adults, and has devastated thousands more. 

But AIDS is not limited to adults. It has already killed 
hundreds of children and threatens to kill thousands more, many 
of them very young. 

As a nation we have failed to meet this terrible challenge, 
which only promises to worsen. 

While the numbers of children who have AIDS and the AIDS 
virus remain low, they are increasing geometrically; conse- 
quently, the threat must be taicen seriously. 

To hel.) understand the complexities of AIDS and its impact 
on children and teenagers, the Select Committee on Children, 
Youth, and Families has conducted several hearings and culled 
the most up-to-date research and information. We have compiled 
and examined expert testimony, evolving knovleJge, and emerging 
implications for our medical, educational and social services 
systems . 

This report presents what ve krjw about the threat of AIDS 
to infants, young children and teenagers, and how we can pre- 
vent its escalating toll. We recognize the liaitations of any 
study, given the rapid advances in our knowledge and under- 
standing of AIDS and its implications. We also recognize that 

(vn) 
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VIII 

every opportunity taken to focus attention on these Issues may 
sav; lives. 



Increasingly, those with the least access to information 
and fewest available resources low-lncume minority women and 
children — are facing the greatest risk. We know that adoles- 
cents are especially vulnerable » because they are prone to 
engage in high risk behaviors that can lead to AIDS Infection. 

There ^s as yet no cure» vaccine or satisfactory treatment 
for AIDS. But it can be prevented. Individuals can protect 
themselves and reduce the risk of infection. 

Surgeon General C. Everett Koop» the chief public health 
officer of the Nation, has stated that abstinence provides the 
only certain way to prevent the spread of AIDS through sexual 
contact. We agree. But, as Dr. Koop has emphasized, ''because 
about 70X of adolescents are sexually active, .^f chey haven't 
listened to the message of abstinence or monogamous relation- 
ships on a long-term basis, you have to introduce such things 
as condoms." 

In the face of this epidemic, we must put aside ideology 
and marshall every available educational, medical and social 
service tool to address the AIDS epidemic. 

If we fail to act now to limit the widening spread of AIDS, 
the public health threat of the 80 *s will become the public 
health and economic disaster of the 90's. Thousands of chil- 
dren will be lost; their families devastated. And the nation 
will be left reeling from the staggering and uncontrollable 
costs in lives and money. 
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IX 



Ve hope this report will serve to underscore the potential 
threat to children and youth, to fuel greater efforts to pre- 
vent the spread of AIDS and to ioprove care for those already 
infected by this deadly disease. 



George Miller, Chairman 
William Lehman 
Patricia Schroeder 
Lindy (Mrs. Hale) Boggp 
Matthew F. McHugh 
Ted Weiss 
Beryl Anthony, Jr. 
Barabara Boxer 
Sander M. Levin 
Bruce A. Morrison 
J. Roy Rowland 
Gerry Sikorski 
Alan Wheat: 
Lane Evans 
Richard J. Durbin 
Thomas C. Sawyer 
David E. Skaggs 
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FINDINGS 



INFANTS AND YOUNG CHILDREN 

AIDS RAPID LY EMERGING AS MAJOR HEALTH THREAT TO LARGE Ntl MBlTRS 
OF INFANTS AND YOUNG CHILDREN 

* While still a small proportion of the total AIDS population, 
the cases of AIDS among children under 13 increased over 
601 (from 420 to 691) from January 1987 - No/ember 1987. 

* Experts estimate that for every child with active AIDS, 
several others are infected. 

* Public Health Service predicts a nearly 350Z increase 
by 1991 to 3,000 cases; some experts predict as many as 
10,000 to 20,000 pediatric AIDS cases by 1991. 



ALREADY STOAINED SERVICES FOR PRENATAL CARE. FAMIL Y PLANNING 
AND DRUG TREATMENT. FACSD WITH SOARING NUM bER OF WQMfiN utVri or 
AT RISK OF AIDS ^ 

* Nationally, over 3,000 AIDS cases have been reported in 
women, most of whm are of childbnaring age. 

* This number is expected to increase 600X to over 20.000 bv 
the end of 1991. ^ 

* 3)1 • 501 of the babies born to HIV-infected women are also 
i fecced. 

* In ^'ew York City, about 3Z of women of reproductive age 
(approximately 50,000) are infected with HIV; most were 
exposed to the virus through intravenous drug use or sexual 
contact with an HIV-infected individual. 



AIDS CLAIMING MAJORITY OF YOUNG VICTIMS IN CO MMUNITIES LEAST 
ABLE TO FIGHT BACK - 

* Minority children, many of whom face urban poverty, poor 
health, lack of access to adequate care, and educational 
disadvantage, comprise the vast majority of pediatric AIDS 
cases. 

* While black children are 15X of the total U.S. child 
population, 54Z of all pediatric AIDS cases are black. 

* Hispanic children are lOX of the child population, but 23Z 
of the chilcihood AIDS population. 

* White children, 75Z of the population, represent 22Z of all 
pediatric AIDS cas<»s. 



WHILE EXPANDED HOME AND NON-HOSPITAL BASED S ERVICES I OMISE MORE 
HUMANE AtlD COgT-EFPEfcTIVE CAkE. HIV-INF ECTED CHm5RH? CHIE F LY 
TREATED IN EXPENSIVE IN-PATIENT HOSPITAL CARE ~ 

* Hospital care for infants born with AIDS can cost more than 
$200,000 per year per child. 
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XII 



In contrast » Hale House Cradle, a planned group home in New 
York City for chilaren with AIDS, is expected to cost $161 
per day, or $58,765 per year for treatment and care, in con • 
tiast to $500 per day or $219,000 per year for acute care 
in a hospital* 

The St, Clair's Home, a transitional fester care facility in 
Elizabeth, New Jersey, has been providing homo care since 
May 1987; <«t a yearly operating budget of $200,000, its 
five beds have been continously occupied* 



PEDIATRIC AIDS THREATENS ALREADY OVERBURDENED FOSTER CARE SYSTEM 

* Declining numbers of available foster homes combined with 
growing numbers of medically fragile and drug -exposed 
children have made appropriate placement of saedically 
fragile children exceptionally difficult, 

* Reduced availability of foster care has resulted in lengthy 
hospitai. (ttays for growing numbers of abandoned or orphaned 
children with or at risk of AIDS, 

* New Yoik City reported in July 1987 that at lea^t 30 chil- 
dren with AIDS were boarding in hospitals. These "boarder 
babies*' had been orphaned or abandoned and were awaiting 
foster care placement, 

* Los Angeles County reported a lOOOZ increase between 1981 
and 196 6 in the number of infants and toddlers needing 
foster care for drug-related reasons, and increased 
referrals of sexually abused children — both circumstances 
which place children at risk of AIDS infection. 



ADOLESCENTS 

NUMBER OF REPORTED AIDS CASES AMONG T EENS LOW. BUT ADOLESCENT 
gfcHAVlORS PLACE THEM AT RISK ^ ' 

* While AIDS cases among 13-19 year olds represent only 0,4Z 
of the total 47,298 reported AIDS cases, cases among this 
age group increased by 54Z between January -November 1987 
(from 127 to 195), 

* By age 20, 70Z of girls and 80Z of boys have enjjaged in 
sexual intercourse at least once, 

* Sexually active teens have the highest rate of sexually 
transmitted diseases among heterosexuals of all age groups, 

* Increased heterosexual transmission of AIDS a long teenagers 
and young adults has been confirmed by recent research. 



ADOLESOENTS WITH HEMOPHILIA MOST HIV-INFECTED TEEN GROUP TO DATE 
80i of AIDS cases among 11-17 >ear old males are hemophili- 




acs. 



22Z-75Z of hemophiliacs have tested positive for AIDS anti- 
bodies; with the future safety of the blood clotting factor 
assured, the virus will no longer be transmitted in this 



way 



11 



XIII 



RUNAWAY AND HOMELESS YOUTH. AND MINORITY YOUTH IN URBAN CENTERS 
A* ^ GREATEST RISK OF HIV INFECTION AND HARDEST TO REACH 

* Out-of •school , runaway and hooeless youth risk becoming 
infected because of higher rates of drug abuse and prostitu- 
tion > and other behavior associated with HIV transmission. 

* Minority youth also are at greater risk of AIDS infection 
due to their higher rate of sexually transmitted diseases* 
and their higher concentration in urban areas where the 
AIDS virus is prevalent. 



AD OLESCENTS HOLD INAPPROPRIATE ATTITUDES AND BELIEFS ABOUT THEIR 
RISK OF AIDS INFECTION; PREVENTION DEMAtjpg AFFKOPRlAtE AND CLEAR 
SEX EDUCATION BEGINNING AT EARLY AGES 

* Only 15X of sexually active youth surveyed reported changing 
their sexual b^^havior to prevent contracting AIDS; only 20X 
of those who changed their behavior used effective preven- 
tive methods. 

* Teens' denial of vulner£»uility and tendency to experiment 
and take risks makes AIDS education by itself insufficient. 

* Only ha^„ s^£ the largest U.S. school districts are provid- 
ing AIDS education and prevention programs; programs to 
reach high-risk, out-of-school youth lag even further 
behind. 



FEDERAL EFFORTS TO COMBAT AIDS UNDERFUNDED, UNCOORDINATED, AND 

IHSUFFXCIENT 

* A 1986 National Academy of Sciences report charged that the 
federal AIDS education effort was "woefully inadequate in 
terms of both the amount of educational material made 
available and its clear comfflunication of intended messages." 

* An August 1987 General Accounting Office review of AIDS 
prevention and the Administration's p.oposed 1988 budget 
reported a consensus of experts that federal efforts so far 
have been underfunded, uncoordinated, and insufficient. 



LITTLE ATTENTION AND MONEY TARGETED ON AIDS PREVENTION AND 
TREATMENT FOR CHILDREN AND YOUTH 

* Although children and youth are likely to benefit from most 
federal spending on AIDS, in FY 1987, only $6 5 million was 
made available by the Centers for Disease Control for school 
health prevention efforts. Only $16 million of the Adminis- 
tration's $422 iiillion FY 1988 request for AIDS research at 
the National Institutes of Health would target children. 

* $7.5 million of the National Institutes of Health's $252 
million AIDJ research budget for FY 1987 ^ i dedicated to 
research exclusively on pediatric AIDS. 



THE FEDERAL RESPONSE 
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I. IMFANTS AND YOUBG CHIIJMI 

A. AIDS AMONG INFANTS AND YOUNG CHILDREN INCREASING 



DRAMAT ICALLY 



IN THE FIRST ELEVEN MONTHS Ctr 1987, THE NU!:BER OF REPORTED 
AIDS CASES AMONG INFANTS AND YOUNG CHILDREN ROSE MORE THAN 60 
PERCENT 

The first cases of children with AIDS (Acquired Immune 
Deficiency Syndrome) were reported to the Centers for Disease 
Control (CDC) in December 1982. As of November 30» 1987, 691 
cases of AIDS in U.S. children under 13 had been reported to 
the CDC, up by 271 cases or moxe than 60X since January 1, 
1987. (62) 

AIDS Cases Vastly Underreported 

Childhood AIDS cases currently represent fewer than 2% of 
the 47,298 diagnosed casec reported thus far in the U.S* How 
evBr, for both adults and children, experts agree that the num- 
ber of reports received significantly underestimates the actual 
incidence of the disease. Dr. ^ames Oleske, Director of the 
Division of Allergy, Immunology and Infectious Disease at the 
University of Medicine and Dentistry of New Jersey, reported to 
the Committee in May 1986, that the 330 cases of pediatric 
AIDS reported to the CDC at that time severely underreported 
the actual nunber, which he estimated to be closer to 2,000 
cases. (45) 

Dr. Moses Grossman, Professor of Pediatrics and Vice 
Chairman, Department of Pediatrics at the University of 



(1) 
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California at San Francisco, concurred with Oleske In his 
testimony at the Committee's February 1987 hearing: 



I would like to echo those who said before me that the num- 
ber [of reported pediatric AIDS cases] Is under-represented 
In a very serious way. CDC for epidemiologic purposes has 
a very strict and very narrow definition of AIDS. For 
epidemiological purposes, It Is fair enough, but If you 
think about children who need care, and how many of them 
there are, as of today, there are many, many more than that 
number. (20) 



In addition to diagnosed cases of pediatric AIDS, many more 
'Children are thought to have milder forms of the Illness, or 
are Infected but do not show symptoms. Experts have estimated 
that for every child with full-blown AIDS, several others may 
be Infected. (45; 33) 



Until recently, according to the CD^, In order to be diag- 
nosed as having AIDS, a child needed to have a reliably diag- 
nosed Infection with one of a specific list uf organisms asso- 
ciated with immune deficient patients (e.g., an opportunistic 
infection) and have no other disease causing immune defi- 
clency.i^ 



There are many children with AIDS-related illnesses whose 
cases have not been recorded by the CDC because they failed to 
meet the strict definition. For each case ol AIDS in children, 
pediatricians estimate that there are 3 to 3 times as many 



1/ On August 14, 1987, the CDC published a revised case defi- 
nition for AIDS "a) to track more effectively the severe 
disabling morbidity associated with infection with HIV 
(human Immunodeficiency virus); b) to simplify reporting of 
AIDS cases; c) to increase the sensitivity and specificity 
of the definition through greater diagnostic application of 
laboratory evidence for HIV infection; d) to be consistent 
with current diagnostic practice, which In some cases 
includes presumptive, i.e., without confirmatory laboratory 
evidence, diagnosis of AIDS -indicative diseases.'' See 
Appendix II, containing revised guidelines. 
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children with AIDS-related Illnesses. They also estimate that 
over a two to three year period, 20-2551 of children with AIDS- 
related Illnesses will acquire one of the life-threatening 
opportunistic Infections that have denoted full-blown AIDS. (15) 

Rapid Increase In Childhood AIDS Expected To Continue 

There Is every Indication that childhood AIDS will Increas- 
ingly become a oajor national ^yubllc health problem. The U.S. 
Public Health Service estimates that by 1991, the number of 
children with pediatric AIDS will have Increased to 3,000, and 
virtually all will die of the disease within 3 years. This Is 
nearly a 350Z Increase from the current number, and according 
to Surgeon General Koop, "as frightening as this may sound, the 
number Is undoubtedly underestimated." (33) 

In New York City, Department ol Health officials expect as 
many as 4,000 cases of pediatric AIDS by 1991. The Mayor's 
Task Force on AIDS In Washington, D.C., projects over 1,000 
cases In that city by 1991. In New Jersey, the State Depart- 
ment of Health reported a 400Z Increase In the number of 
pediatric cases In the past year. (43) 

The Increases will come largely as a result of the growing 
number of women of chlldbearlng age Infected with the disease, 
since about 80Z of AIDS cases In children result from perinatal 
transmission from the m^^.her. Just over 3,300 cases of AIDS 
have been reported In women, 95% of whom are of chlldbearlng 
age. This number Is expected to Increase to over 20,000 by the 
end of 1991. As more women become Infected, more children born 
to these women will be Infected. "HIV Infection In children 
Is likely to become a more common pediatric Infection." (34) 
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Dr. Robert Benjaoia, M.P.H., Chief of tne Bureau of 
Comounicable Diseases, County Departnent of Cosununity Health 
Services, Alazoeda County, California, reported corroborating 
evidence to the Coooittee at the February hearing, based on 
the results of a survey conducted in that County: 



thp January 1987 results of a blind study conducted in sex- 
ually tiTansmitted disease (STD) clinics in Alameda County, 
California, showed a 0.5X seropositlvity in women 
attending premartlal testing sites. This means that 
^proximately 1 in 200 women at^iending t:h)s« clinics was 
infected. .. .This ii;fozination has Potentially grave 
implications for the prospects oJ- vertical transmission 
and the appearance of increasing nunbers of children with 
AIDS and ARC. This study represents prevalence in the 
70pulation almost one year i^o. (10) 



Dr. Lorraine Hale, Executive Director of Hale House In New 
York, which provides a group home environment for babies born 
to drug-addicted mothers, has also described the magnitude of 
the problem in N<iw York State: 



Ten years ago, it was estimated that in New York State, 
there were 28,000 female drug users, 26,000 of child bear- 
ing age, [each] capable of giving birth to 3.5 babies over 
a 15 year period- Given today's statistics, we find there 
are 75^000 women in methadone maintenance programs. 63X 
or ^ ,250 have positive antibodies for the [AIDS] virus. 
They too are each capable of giving birth to 3.5 b;»bies 
over a 15 year period, for a total of 165,375 babies, the 
vast majority of v■^on will also test positive for the 
antibodies 1 (25) 



Extrapolating from test site data, experts now estimate 
that in New York City, there are some 50,000 women who are 
infected but presently asymptomatic, and most of them unaware. 
"They represent 3X of the City's women of reproductive age. 
The infection rate is thought to be bOt among women who use 
drugs and 201 among those whose zates are addicts." (11) 



16 



The drug abuse and AIDS connection is especially ominous 
for increased perinatal transmission of the virus. While drug 
use is estimated to have dropped in the country overall, drug 
abuse has continued or increased among the poor and least 
educated, particularly in urban epicenters where the AIDS 
virus is most prevalent* (69) 

Geographic Spread of AIDS Virus Seen 

Sutgeon General Koop has also called attention to the 
increasing geographic spread of the disease. By 1991, accord- 
ing Co the Public Health Service, 80Z of all AIDS cases will 
occur in areas outside ot New York City and San Francisco, the 
cities most heavily affected so far. (61) 

In the early 1980' s, childhood AIDS was localized in the 
Ne- York, New Jersey, and Florida areas, reflecting the occur- 
rence of AIDP ,ases in IV drug users (75Z of whom are from New 
York or New Jersey) and among Haitian immigrants-^ (791 of 
whom reside in Florida or New York). However, the proportion 
of AIDS cases among children reported from other states has 
increased from 24Z in 1982 - 1984 to 34Z in 1985 - 1986. "This 
trend in reporting is expected to continue over the next 5 
years as the AIDS epidemic spreads to other areas in the 
United States." (34) 

Sur\dval Rates Are Lew 

Thus far, the survival rate for children with AIDS is low. 

2/ A higher prevalence of AIDS has been reported among 

Haitians Immigrants than among the general population in 
which prevalence remains low. Experts suggest the greater 
frequency of heterosexual transmission in the spread of 
HIV infection among the Haitian population than among the 
U.S. population as a whole, so far. 
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Of all children under 13 years of age diagnosed with AIDS, 60X 
are known to have died. (62) Of children diagnosed with AIDS 
before 1984, 75X-80X are known to have died. (45) As with 
reporting of active AIDS cases, deaths attributable to AIDS are 
also likely to be underreported. 

The life span of infants with fully developed AIDS appears 
to be about one year after dio^^iosis. HowevBr, this period is 
highly variable; the final mortality rate for infected children 
is also unknown* 

Oleske has reported that, as a result Oi. tt^ comprehensive 
program of care provided at Children's Hospital in Newark, New 
Jersey, the mortality rate of infants with AIDS has decreased. 
'46) Also, with the increasing sophistication of medical care, 
a few infected children have reached the age of 7-9 years and 
are reasonably healthy even thotigh their immune systems are 
impaired. (51; 66) It is quite possible that some of these 
children will survive to sexually active young adulthood. 

B. PEDIATRIC AIDS AND AIDS AMONG ADULTS DIFFER 

The same virus, human imfflunodeficiency virus (HIV), causes 
AIDS among adults and among infants and young children by 
attacking and damaging their immune and central nervous systems. 
There are, however, many differences in the manifestations and 
course of the disease for the two groups. 

Infection with the AIDS virus is more diff^-ult: to ascer* 
tain in infants especially because HIV*infected mott^rs may 
transmit HIV antibodies as well as the virus to their babies. 
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Infants who have t positive t.^ult on the antibody test^^ at 
birth may later test negative, indicating transmission of the 
mother's antibodies but not HIV infection itself. Recent 
revision of the Centers for Disease Control Surveillance Case 
Definition for AIDS notes more stringent laboratory criteria 
for HIV infection among infants, "since the presence of HIV 
antibody in the child is, by itself, insufficient evidence for 
HIV infection because of the persistence of passively acquired 
maternal antibodies at less than 15 months of age." (See 
Appendix II.) 



Infection with HIV manifests itself in a range of condi- 
tions and symptoms that differ in children and adults. In 
adults, symptoms of fully developed AIDS include the presence 
of opportunistic infections and/or rare cancers. Most deaths 
of adults with AIDS result from these conditions. The most 
common of these are Pneumocystis carlnii pneumonia, a rare 
pneumonia, and Kaposi's sarcoma, a rare cancer that appears on 
the skin and can spread to internal organs. To date, close to 
80Z of AIDS patients have had one or both of these diseases. 
Other disorders associated with AIDS in adults are leukemia- 
like cancer, prolonged diarrhea leading to severe dehydration, 
weight loss, and infections of the central nervous system that 
can lead to neurological problems including dementia. 

An HIV-related condition of a seemingly less severe nature, 
but which may also be very debilitating and life threatening, 

o 

J^fr^f * simple test that can detect antibodies to 

7 Sif blood three weeks to three months after infec- 
tion. This test does not directly show infection with HIV, 
but rather the presence of antibodies to the virus. The 
presence of antibodies is used as the indicator of HIV 
infection. In very unusual cases, an individual's antibody 
test may remain negative for a longer time; however, the 
virus can be passed on to others even before the antibody 
test is positive. 
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is terved AIDS-Related Coop lex (ARC), nore coamonly knovn as 
HiV-related illness. Symptoms of this condition may include 
enlatged lymph nodes, fatigue, weight loss, fever, and 
diarrhea. In addition, a large number of individuals who test 
positive for HIV aniiibodies may not have any obvious symptoms 
or illnesses at all. It is not yet clear how many of these 
asymptomatic individuals may become syn^tomatic , develop ARC, 
or develop full-blown AIDS. 

In infants and children, the disease is generally charac* 
terized by failure to thrive and the appearance of unusually 
severe bacterial infections. Children with symptomatic HIV 
infection do not often develop as frequent or diverse opportun- 
istic infections as adults, with the exception of Pneumocystis 
carinii pneumonia. Mora frequently, children suffer from 
recurrent bacterial infections, persistent or recurrent oral 
thrush (a common fungal infection of the mouth or throat) , and 
chronic or recurrent diarrhea. Infected children may also 
demonstrate enlarged lymph nodes, chronic pneumonia, evelop- 
mental delays, and neurologic abnormalities. 

Infan*.s and Young Children Most Frequently Inf€cted Perinatal ly 

Most HIV-infected young children became inflected with the 
AIDS virus from their infected mothers during pregnancy. Many 
of the infected pregnant women were drug abusers themselves or 
had sexual partners who had HIV infection. A fev yom^ 
children have become infected with HIV by receiving 
transfusions of contaminated blood or blood products, throvgh 
sexual abuse by an HIV-infected adult, or by contact with a 
contaminated needle. 
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The CDC has reported that among all AIDS patients under 13 
years of age at the time of diagnosis, 76Z had a parent 
infected with AIDS. Of the remainii^ 22Z, 13Z received a 
contaminated transfusion; 6% regularly received blood products 
because of a hemophilia/coagulation disorder; and 51 were of 
undetermined origin. (62) 



The epidemiological characteristics of these children 
closely parallel those of heterosexual adults with AIDS, 
particularly women. Over half (65Z) of reported cases of 
AIDS in waen, 69Z of heterosexual men with AIDS, and 73Z 
of the perinatally acquired AIDS cases in children were 
related to IV drug abuse or sexual contact with IV drug 
abusers. (50) 



Altho*«^h the transmission of AIDS during pregnancy lb fre- 
quent. U.S. Surgeon General C. Everett Koop indicated tnat we 
cannot fully answer how infected mothers transmit the virus to 
their babies: 



In one study of mothers who had already delivered one 
infected baby, 50Z transmitted the virus to their subse- 
quent children. Transmission rates in other studies have 
been lower. Based on current knowledge, CDC estimates 
that about cne-thlrd to one-half of infected mothers will 
give birth to infected infants. (34) 



He added: 



It is hypothesized that transmission could occur during 
pregnancy, through passage of the virus through the 
placenta; during labor and delivery, throygh exposure to 
infective maternal blood and vaginal secretions, or after 
birth, through breast feeding. There is evidence that 
transmission can occur through all of these modes. (34) 



The fact that AIDS is transmitted throtgh sexual contact 
also places child victims of sexual abuse at higher risk of 
contracting AIDS and ARC. Several doctors and social workers 
have reported treating a small nunber of children who, they 
lelieVBd, contracted AIDS as a result of sexual molestation by 
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an HIV*infected adult. (38) At the Select Conanittee's hearing 
In February on AIDS and young children, Dr. Moses Grossman told 
the Committee that there had been several r^orts of children 
who were infected as a result of sexual abuse, but that 
research on transsission due to sexual abuse was Just getting 
underway. 

Children whose environment includes the activitie3 of 
IV -drug using adults are also potentially exposed to contami- 
nated needles, another source of transmission for HIV virus 
which can lead to AIDS. For exaaq>le, in New York, a 9-year-old 
girl who first shoved signs of AIDS symptoms at age 7 is 
thought to have contracted AIDS by playipg with contaminated 
needles used by her d tug -abusing parents. (58) 

C. MljjO^TY CHILDREN DISPROPORTIONATELY AFFECTED BY AIDS 

MINORITY CHILDREN, MANY OF VHGK FACE OBSTACLES OF POVERTY, ?OGR 
HEALTH AND LACK OF ACCESS TO ADEQUATE CARE, AS WELL AS EDUCA- 
TIGNAL DISAVittiTAGE, NOV HARIEST HIT BY AIDS VIRUS 

Poor, urban, minority communities, which already face over* 
whelming problems and have the fewest resources, now are bear- 
ing the brunt of the AIDS epidemic. The AIDS virus first was 
reported and remains most prevalent in urban centers of the 
country where minority populations are large. 

Individuals infected with AIDS virup are increasingly 
young, and black or Hispanic. According co the CDC, minorities 
make up less than one -fifth of the country* s population, but 
account for more than one-third of the reported AIDS Cases, 
with minority women and children facing the greatest risks. 
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Nearly 80Z of all the children with ATDS are eitler black 
or Hispanic, and more than 70Z of all women with AIDS are 
members of a minority group. (62) 

As of November 30, 1987, the CDC reported that 375 or 54Z 
of the r^orted AIDS patients under age 13 are b^ack; 162 or. 
231 are Hispanic; 149 or 22Z are white; and 5 or IX are oi 
other or unknown races. Black children represent only 151 of 
the total U.S. population of children, and Hispanic children 
represent only lOZ. Most of tliese infants and c;hildren became 
infected during pregnancy; 85Z of minority children with AIDS 
and 42Z of white children were infected perinatally. (62) 

William Barrick, R.N., M.S.N., Program Manager for the AIDS 
Project at Alta Bates Hospital in Berkeley, California, empha- 
sized in his testimony before the Committee in February that: 

Of particular ljiq>ortance is the creation and expansion of 
services reaching Hispanic and Black mothers—the incidence 
of HIV infection in their r:hildren is already nine to 
fifteen times higher than among whites. (9) 

Sylvia Villarreal, M.D., a Physician Specialist with the 
Department of Public Health for the City of San Francisco and a 
member of the Department's Minority AIDS Task Force, pointed 
out that the disparity in representation of minority children 
with -ilDS reflects the greater incidence of poverty, low educa- 
tion and drug abuse amopg these children and their families. 
Villarreal told the Committee: 

Racial, ethnic and culturally specific and sensitive educa- 
tion must be financed and targeted for the communities of 
color. Previous models used for gay and white populations 
may not be appropriate or sensitive to the needs of diverse 
peoples. We must educate that it (AIDS) is a nonsexist and 
nonracist disease that attacks all. (65) 
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D. CARE FOR CHILDREN WITH AIDS SCARCE 

Children with AIDS Face Multiple > Devastating Health Problems 

Children with HIV infection are similar to severely 
premature infants or low birthweight babies. Their health 
easily deteriorates and highly specialized care is required. 
Oleske described many of these children as demonstrating 
"failure-to-thrive," noting: 



They have a special type of pneumonia. They have chronic 
diarrhea, swollen lymph glands, swollen liver and spleen. 
And most devastating is the recognition that maybe half or 
more have an encephalopathy. In other words, their brains 
are directly infected. And this, of course, introduces so 
many problems, as it relates to treatment and rehabilita- 

?' Their immune system is depressed, ju«»t like the 
adults, and they are <ic risk of many opportunistic infec- 
tions, many of them difficult to treat. (45) 

Adequate Health Care and Related Services for Children is 
JLackln^ =■ 

Oleske characterized the treatment programs that are avail- 
able for infants and children with AIDS as being "catch-as- 
catch-can." These programs have been developed without organ- 
ized support in places where the concentration of patients is 
heaviest: 



Specific therapy programs for children are still not avail- 
able. We try to provide rehabilitatlo.i services, because 
of the tremendous problems these children have, as I men- 
tioned, related both to their encephalopathy, and also 

their deprived background (The; programs need to be 

comprehensive, need to take into consideration both the 
medical issues and the psychological issues which are 

presently overwhelming These children deserve good care, 

and they are not getting good care, because of the limited 
resources available to this tragic group of patients. (45) 



Margai-et Heagarty, M.D., Director of Pediatrics at Harlem 
Hospital Center in New York, noted that because most children 
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with AIDS cooe £roo poor faffillles, they are o£ten cared £or in 
public hospitals. There, coo, the problem of providing ade- 
quate care is acute: 



Public general hospitals, almost by definition, are 

embattled institutions that survive from hand to mou::h 

The AIDS epidemic has placed enormous financial sttess upon 
these public general hospitals that in the best of circim- 
stances barely manage to survive economically. Moreover, 
it has not only affected the care of AIDS patients, but 
imperils the entire municipal health care delivery system 
of this and other cities in which substantial numbers of 
poor AIDS patients are to be found. (27) 



Based on his experience with the AIDS Project in Berkeley, 
Calif ornla> Barrick predicted that the demand for hospital and 
related services for infants and children will increase 
substantially : 



Infant services will be seeing unknown numbers of children 
with chironic and mortal disease. The danger of live-virus 
immunization of children with AIDS may cause such diseases 
as measles, rubella, and mumps to reappear among these chil- 
dren. Frequent office visits to pediatricians for close 
follow-up \»111 become routine. In-patient treatment of 
infections will be far more frequent in this group. Acute 
care hospital admissions for diagnosis and treatment of n&i- 
ro logical manifestations of AIDS will be more frequent. (9) 



Barrick strongly urged in his testimony that prenatal 
health care providers work to identify HIV-positive mothers and 
advise them using many of the models developed for genetic 
counseling. In addition, he stated that perinatal care provid- 
ers must take the appropriate precautions, as suggested by CDC, 
to pirotect the health care team during and after delivery of 
the infant ; and postnatal services must be prepared for lengthy 
follow-up of the mother compromised by intravenous drug use and 
HIV infection. 



Health care staff who care for AIDS patients will require 
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q>ecial training to gain a good understanding of the disease 
and provide appropriate care, as well as to protect themselves 
against HIV infection. The CDC have recommended that children 
with HIV infection be cared for by pediatricians knowledgeable 
in the management of AIDS. The CDC have also published 
extensive guidelines on the protection of workers in health 
care environments. 

Growing Numbers of Children with AIDC Abandoned arri Orphaned 

INCREASINGLY, HOSPITALS ARE HAVING TO CARE FOR CHILDREN WITH 
AND AT RISK OF AIDS ORPHANED BY PARENTS UNWILLING OR UNABLE TO 
CARE FOR THEM 

Some New York City hospitals and social service agencies 
have already been overwhelmed by the growing nunbers of babies 
abandoned by their parents. These babies may already be ill 
with AIDS or test positive for the AIDj virus with no signs of 
illness. (44) 

In February, Villarreal told the Committee that New Yo:rk 
City was maintaining in hospitals HIV-positive children not 
clinically ill because of the inability to secure adequate 
placement. 

By summer, Heagarty reported on the costliness of this 
extended but unnecessary hospitalization of "boarder babies." 
For the first 37 children with AIDS cared for in Harlem 
Hospital, 30% of the hospital days and 20X of the total cost 
were not medically necessary, but unavoidable because there 
were no other placements available for the children. (27) 

While this situation has eased with the establishment of 
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specialized foster care placements and vigorous recruitment, 
problems remain. In July 1987, af. least 30 children with AIDS 
who had been orphaned or abandoned and were waiting for foster 
families were boarding in New York hospitals. Further, in some 
cases when the City placed children with AIDS in foster care 
prior to diagnosis, foeter parents have left the children in 
hospitals once the diagnosis wa^ made, unwilling or unprepared 
to deal with the physical, emotional and financial burdens. 
Many of these abandoned children experience i.'t^a fear and 
isolation common to the texminally or chronically ill. 

Many of them are also psychologically scarred because they 
were abandoned in hospitals. According to several experts 
in early childhood development, these children are often 
emotionally disturbed and development ally delayed because 
of tne absence of consistent one-on-one care. (58) 

One such child was "Peter," who spent his first 5 years in 
a hosp ital : 



Peter (was) abandoned by parents who were drug abusers. He 
is making a ragged adjustment to foster care and seems more 
like an emotionally disturbed boy than a sick one. often 
s^arated from other children because of his unrulv 
behavior. (58) ^ 



The director of a day-care center for AIDS children in 
Bronx, New York, reported that these children did not under- 
stand the difference between day and night or between friends 
and strangers. "They have no sense of cause and response, no 
sense of what a day is or when you do this or that. They also 
find transitions of any kind difficult, because any change 
symbolizes all the '^tl^r comings and goings." (58) 

Hoapital settlings, strained to care for increasii^ ntobers 
of abandoned babies, have been referred to as "silent 
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nurseries." EvBtyone agrees that they are not designed, 
equipped or staffed to parent infants and young children. 

gpster Care > _ nts Needed But Increasingly Hard to Find for 
Children witi . au Risk of AIDS 

Children with HIV infection who have been abandoned, cr 
whose parents are themselves too sick to care for ttem, need 
safe and loving foster care. "Tha absence of a nuturing envi- 
ronment with adequate infant stimulation can compound AIDS- 
related or drug-related failure to thrive by developmental 
delay and growth failure secondary to maternal deprivation." 



Unfortunately, it has become increasingly difficult to find 
foster care placement for children with or at risk oi AIDS. 

The needs of these children must be addressed by an already 
beleaguered foster care system, once again experiencing growth 
in the numbers of children in care after an estimated decline 
from 500,000 in 1977 to 269,000 in 1983. (70) The estimated 
average monthly number of children in AFDC foster care in FY 
1987, 109,000, was the highest of any year since 1980 (57). In 
a survey conducted by the Select Committee, of the 50 states 
and the District of Columbia, between 1981-1985, the nxmber of 
children reported to have been abused or neglected rose 55Z. (1) 

The Committee's examination of homelessness early in 1987 
documented also that Increasing numbers of homeless families 
are forced to place their children in foster care because 
shelters are rarely set up to accommodate them. Trie la Fag an. 
Outreach Coordinator, Association for Children of New Jersey, 
told the Committee in February that because of the limited 
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number of family shelters, and because their parents could not 
find an affordable place to live, at least 1200 children in 
New w^ersey were placed in foster care in 1985, representii^ 
18X of that state's foster care caseload. (20) 

Along with these crises, child welfare systems are faced 
with increasing numbers of children bom to drug dependent 
parents who are too ill or unpreps red to care for them 
properly. Now there is AXES, and fear of the deadly disease 
has placed tremendous new demands on the system at.d ^reated 
new barriers to foster care placement. 

Jean Mcintosh, M.S.W., Assistant Director, Los Angeles 
County DQ>artment of Children's Services in California, 
reported increases on the order of lOOOX between 1981 and 1986 
in the numbers of drug -related dependency petitions for infants 
and toddlers. She also reported increases in referrals of 
children who are the victims of sexual molestation. These are 
both circumstances which plaoe infants and young children at 
risk of becoming infected with AIDS and potentially in need of 
out*of*home care: 



Nationally, recruitment of foster families for pre*school 
children is becoming more and more difficult due to social 
and financial considerations. Compounding this trend is 
the fact that those foster parents we do recruit are often 
afraid to care for such medically fragile children. Now, 
we are facing the alarming possibility that a significant 
proportion of these children are at risk of AIDS. It is 
not hard to Imagine that potential foster parents may move 
away from caring for these vulnerable children to protect 
their own families. Given what we know about the social 
and physical isolation that is attendant to AIDS and even 
ARC, young children so afflicted may have significantly 
reduced hope for foster placement. Not only will the 
social costs be great; the fiscal ramifications for the 
foster care system are enormous. (40) 



Joyce Thomas reported similar problems in Washington, D.C. 
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Infants at risk for AIDS because of their parent's illness 
or their own early syoptODatology are difficult to place in 
the foster care system. We are confronted with such prob- 
lems here in Children's Hospital. The difficulties in 
terminating the parental rights of AIDS children in foster 
care and in finding adoptive homes for t^'3m may create a 
mw class of children for whom the permanency planning 
goals of the Adoption Assistance Act of 1980 remain 
elubive.^/ (59) 



E. NEW EFFORTS TO SUPPORT AIDS SERVICES FOR CHILDREN PRO MISING. 
BUT ADEQUATE HEALTH, SOCIAL SERVICES MODELS SCArCE 



Localities with the greatest numbers of pediatric AIDS 
cases have responded by creating new specially designed serv- 
ices that offer promise of more adequate treatment and care of 
infected children. So far, existing programs are predominantly 
hospital-based, although a few are non-hospital based, and more 
are planned. 



At Albert Einstein Medical Center in Bronx, New York, a 
comprehensive clinic, which includ3S a mother's support group, 
has served more than 200 children with AIDS — the most in the 



Also in New York, the City has financed a day-care center 
in the Bronx where 351 of the city's pediatric AIDS cases are 
found. Twenty AIDS children attend the center which provides 
them with regular companionship and stimulation and their 
parents with several hours of relief each day from the daunting 
task of caring for them. The Nev York Ti bb has reported that: 



Social workers who seek homes for AIDS children said they 
made more placements in the Bronx than in other boroughs. 



Hie Adoption Assisiancp and Chilr* Welfare Act of 1980 
(P.L. 96-272) includes protections and safeguards for 
children in foster care, and outlines procedures for more 
expeditious handling of foster care placements so that 
children can be reunified with their families when 
possible or provided a permanent placement. 



country. 
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in part because of the center, which also offers a veekly 
support group for oothers. 



At Children* 8 Hospital in Newark, New Jersey, a pxogram for 
pediatric AIDS patients that includes early intervention, coo- 
prehensive rehabilitation, and support for families has helped 
to reduce the mortality rate among the children, and to improve 
their quality of life, by reducing recurrent episodes of seri- 
ous infections. (46) 



Two private foster care agencies in New York City now have 
special programs to find homes for AIDS children. A grant from 
the New York State AIDS Institute has enabled these agencies to 
offer parents additional assistance, including reimbursement 
for baby sitters and equipment such as washing machines. In 
New York, foster parents caring for an HIV-infected child 
receive more than twice the financial support than is ordinar- 
ily received for foster care reifflbu.'sements. (41) 



The experience of one model foster care program operated 
by Leake and Watts Children's Home in New York suggests the 
following lessons for recruitment and retention of foster 
families to care for children with HIV infection, ARC nv AIDS: 



1. Recruiting foster parents la a difficult task t'rat 
requires a multifaceted strategy using both formal £ id 
informal networks; media announcements generate a high 
volume of interest but the most appropriate candidates have 
been located throiigh foster parent and community networking. 

2. Successful recruitment depends Dpon finding foster 
parents who are well infcnned concerning the disease, are 
not afraid of contagion, and, it would appear, have some 
medical background/experience in caring for ill people. 

3. Recruiting and keeping foster parents are made possible 
at our present level of knowledge about and treatment of 
AIDS by offering an exceptional boarding home reimbursement 
rate (even at thib rac' one month of foster care is less 
expensive than two days in the liospital*.) with continued 
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financial assistance during hospitalizations. Maintaining 
foster homes also requires intensive medxcal and psycnolog- 
ical support services. 

4. Because assisting foster parents and children places 
strong demands on staff members for support, information, 
and guidance, caseload size has to be small and staff 
members must work as a team, with flexibility. (24) 



Also in New York, H^tle House Cradle is scheduled to open in 
tall 1987. Based on the highly successful Hale House Center, 
which has provided a residence for the infants of drug -addicted 
women, the Cradle will provide a small residential facility for 
unrelated babies born addicted to drugs who also test positive 
for antibodies to the AIDS virus. A similar home, St. Clair's 
Home in Elizabeth, New Jersey, has been in operation since May 



In recent testimony before the Subcommittee on Select 
Education of the House Education and Labor Committee, Virginia 
Anderson, M.D., who directs the Surgeon General's Study Group 
on Pediatric AIDS, called urgent attention to the fact that: 



Adequate social and health care delivery models for pediat- 
ric AIDS do not exist and must be developed along multidis- 
ciplinary lines. Case management utilizing a care team 
approach may prove best for both patient and care-giver. 
It is [the] consensus of pediatricians across the country 
that suitable humane alternatives to the costly hospitali- 
zation of abandoned infants must be developed. (8) 



She added that 



In home day-care by trained foster parents who can access 
a support system of social workers, medical doctors and 
pediatric AIDS treatment and evaluation units, is urgently 
needed. (8) 



Oleske has suggested the development of treatment and care 
models that would focus on A'^'/S as a family disease, to provide 
care to both the often sick mother and her baby together, 
perhaps building on strategies employed in VIC (Special 
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Supplemental Food Program for Women, Infants and Children)-' 
and other oatemal and child health programs. He points out 
that the care system now typically treats the mother and child 
with AIDS separately and with little success. (47) 



Donna Pressma, Executive Director of the Children's Home 
Society of New Jersey in Trenton, further supported the need 
to assist the family besieged by AIDS. Citing P.L. 96-272 and 
its major objective in child welfare services to maintain and 
preserve the natural family, she said 



This principle in both practice and philosophy oust not be 
overlooked in attempting to serve children with AIDS or 
born addicted to drugs ... .Although the mothers themselves 
are infected, they could be capable of taking care of their 
infants with adequate medical and social supports ... .While 
we are fully cognizant of the fact that many .mothers of 
HIV infected or drug addicted children may not ultimately 
be capable of parenting their child, every effort must be 
made to first assess the needs of that mother and some 
attempt toward helping her with adequate parenting skills 
be made. When a determination is made that the natural 
parent is not capable of parenting the child, and is not 
expected to be able to parent, a termination agreement 
should be accomplished expeditiously in order to adequately 
plan for the permanent placement of the child. (48) 



F. THE COST OF CARING FOR CHILDREN WITH AIDS IS ENORMOUS AND 
ESCALATING 



HOSPITAL CARE FOR CHILDREN COSTLY; MAJORITY OF FAMILIES DEPEND 
ON PUBLIC ASSISTANCE 



While costs havr decreased as more efficient service 
options have been explored (including hospital and non -hospital 

A/ Special Supplemental Food Program for Women, Infants, and 
Children (WIC) , authorized by the Child Nutrition Act of 
1966, as amended » provides nutritious supplemental foods 
to pregnant and post-parcua women, infants and children 
through age 4, determined to be at nutritional risk 
because of inadequate nutrition (as determined by a 
competent professional authority) and inadequate income. 
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based services), the costs of care for infants with AIDS have 
been extraordinary. A study conducted at Harlem Hospital in 
New York City of 37 infants and children with AIDS or HIV posi- 
tive status revealed the costs for in-hospital care alone to be 
$3.4 million. The 37 patients had 6,035 in-hospital patient 
days with a cost range of (300 -$2,400 per day. (43) 



Hale reported in June that: 



The cost for monitoring one baby in Harlem Hospital for one 
day is $600 or $219,000 per year. Simple calculations 
reveal that the hospital care of Hale Hotise Cradle will be 
$161 per day, per child or $58,765 per year. 

Ve e3q>ect Medicaid or foster care to pay for all of these 
children, in homes or in hospitals. In other words the 
American people will pay for the cost for the care of these 
infants. (25) 



Given these enormous costs, payment for services for chil- 
dren is clearly a major problem. Dr. James Oleske told the 
Committee : 



Ve treat all their opgoing infections, which are many. Ve 
use special dn^s for special situations. In particular, 
we use intravenous gamma globulin, a very expensive ther- 
apy, for these children to try to prevent infection. The 
cost of these sometimes are rejected and denied by the 

various health care providers Our hospital in Newark, 

NJ Children's Hospital -- just about went [bankrupt j, 
trying to take care of these children. They spent 
$186,000 [per year] in just IV gamma globulin alone, a 
medicine we give just once a month. (55) 



The U.S. D^artment of Health and Human Services has esti- 
mated that given current trends in the nunber of child and 
adult AIDS cases and the cost of medical treatment, an estimate 
of the co3t of personal hospital and out-patient medical care 
in 1991 is $8 billion. However, costs could reach as high as 
$18 billion. At the beginning of September, the administrator 
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of the Health Care Financing Administration told the Presiden- 
tial Comnission on the Hunan Inununodeziciency Virus Epidemic 
that by fiscal 1992, federal and state Medicaid spending on 
AIDS will juap sixfold froB ^400 oillion this year to $2.4 
billion annually. (71) Projected costs i^eclfic to the treat- 
ment of children have not been computed. 

More Effective and Cost -efficient Options Needed 

There is good reason to belleMe that some of the current 
costs for hospital care for children can be avoided throt^h 
better use of foster care, home health care and social serv- 
ices. For example. Hale indicated that in the new "group home 
setting" for the treatment of infants with AIDS called "Hale 
House Cradle" due to open as soon as final approval is obtained 
from New York State, the cost of providing treatment will be 
$161 per day, or $58,765 per year. (25) The St. Clair's Home, 
a five-bed transitional home In New Jersey, provides a l^me 
care environment for $150 per day. (47) 

Barrlck indicated that the "intact [of AIDS] on home health 
and social services will be extreme." In his testimony to the 
Committee, Barrlck described the kinds of W>me health care and 
social services that would be required to allow children with 
AIDS to live at home when not in need of lv>8pitalizat Ion. 
According to derrick, case management will be needed to address 
issues such as parenting sklll«, AIDS infection control in the 
home, logistical support needed to secure appropriate medical 
follow-up, foster care, medical fost^r care, AIDS edtx:atlon of 
parents and foster-parents, community education, counseling, 
substance abuse rehabilitation, vocational training and the 
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atili^ation of these home health care and social services 
would likely result in savings overall, comparod to hospital 
care. In San Francisco, hone health and case nanageaent for 
adults with AIDS have pxovea to be cost ef&ctive, cost con- 
tainingy and more emotionally sqpportive and sensitive than 
hospital care. Barrick asserted that there is every reason to 
believe the same will be true of the pediatric population. 
Savings accrued through proactive use of home health and social 
services to adults, compared to admission to an acute care 
hospital without such services, range from 50 to 75X. (9) 
Recent estimates regarding the use of non-hospital-based serv- 
ices for adults with AIDS have suggested cost savings of about 
40X. (39) 
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II. ADOLESCEHTS 
A. AIDS AND ADOLESCtHTS; A TIME BOMB? 



CURRENTLY. THE NUMBER OF AIDS CASES AMONG ADOLESCENTS IS LOW. 
HOWEVER, TEEN SEXUAL ACTIVITY, HIGH RATES OF SEXUALLY TRANSMIT 
TED DISEASES, AND RECEKT EVIDENCE OF INCREASING HETEROSEXUAL 
TRANSMISSION? OF AIDS AMONG ADOLESCENTS SUGGEST RISKS FOR YOUTH 
ARE GROWING. 



Fortunately, there have been many fewer reported cases of 
^DS among adolescents than among adults or younger children. 
As of November 3C, 1987, CDC had reported 195 cases of AIDS 
among 13-19 year olds, which represents 0.4X of the total 
47,298 reported AIDS cases. Of the total AIDS cases among 
teens, 38 or 45X are white, 66 or WL are black, 36 or 18Z are 
Hispanic, and 5 or 3X are of other or unknown races. Ihere 
were 9,859 cases among 20-29 year olds (211 of the reported 
AIDS cases). Because of the typically Icnj latency between 
infection and the onset of symptoms of the disease, it is 
likely that many of these 20-29 year olds became infected as 
teenagers. Geographically, cases of AIDS among teenagers are 
cluster^^a in New Jersey, New York, and Florida. (62; 35) 



Surgeon General Roop told the Committee in June 1987: 



To date, only one perc - of all AIDS cases has occurred 
among persons under age 20 (laost of whoc w; :e infected by 
transfusion or perinatal transmission); about 21X of all 
cases have been diagnosed in the 20-29 age grotp. Since 
the time between infection with the AIDS virus and onset of 
symptoms may be severs^ years, 8o:.4e proportion of those 
aged 20-29 who have been diagnosed with AIDS were most 
likely infected as teenagers. (35) 
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According to Karen Heln, of the Department o£ 

Pediatrics at Albert Einstein College of Medicine In New York, 
the low percent of AIDS cases among adolescents reflects the 
cumulative, not the current pattern of Infection: 



Analysis of the most recent data fzom N.Y.C. underscores the 
fact that hetezosexual transmission among Inner city minor- 
ity youth Is a clear and present danger. It Is difficult 
to get an accurate sense of HIV prevalence In the adolescent 
population since few have been tested as yet. Asymptomatic 
HIV Infection In adolescents is likely to present as Illness 
(AIDS or ARC) in young adults. It is critical to focus on 
adolescents because the risk of an HIV-infected teenager 
developix^ AIDS does not decrease over time, and the virus 
can be transmitted while the adolescent remains asympto- 
matic. (28) 



Transmission and course of HIV infection in adolescents 
appears more like that among adult cases than HIV infection 
among infants and young children. Adolescents have cnlefly 
becocae infected with HIV through receipt of contaminated blood 
and blood products, sexual activity with an infected partner, 
and drug abuse using contaminated needles. 



The unique character of adolescence as a developmental 
period also makes attention to the vulnerability of youth to 
HIV infection especially warranted. At '^ne of the Select 
Committee's earliest hearings In Octc er 1983, Joan Lipsitz, 
then Director o£ the Center for Early Adolescence at the 
University of North Carolina, told the Select Committee: 



Adolescents' new sense of independence, of their personal 
destiny, their new ability to evaluate values, and their 
self -consciousness about their emerging sexual maturity 
make them more fragile than we like to acknowledge. (36) 



Adolescence is a period of personal uncertainty yet, para- 
doxically, a period characterized by a sense of invulnerability. 
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These factors often lead to a good deal of experimentation, for 
many in terms of sexual behavior and for some in taking illicit 
drpgs. Because AIDS transmission is directly linked with sex- 
ual contact and drug abuse, the potential for Infection among 
adolescents is clear. The danger is especially great in areas 
of the country where the prevalence of HIV infection Is highest. 

Gay and lesbian youth present special concerns. Profes- 
sionals working with this population report that these teens, 
in struggling with their sexuality, frequently may have anony- 
mous homosexual encounters distant from home while maintaining 
and epgagipg in heterosexual relationships in their neighbor- 
hoods. (72) 

Richard Gordon, executive director of the Youth Development 
Branch of the Sequoia YMCA located in Redwood City, California, 
who also testified before the Committee in June 1987, reported 
that juvenile delinquents, runaways, homeless youth, and 
victims of child abuse are even more at risk of exposure to the 
AIDS virus, because thay are even more likely to be involved in 
sexual experimentation, prostitution and drug use. (22) 

Sexual Activity Among Teens Puts Them At Risk of HIV Infection 

Since the most frequent mode of transnission of the AIDS 
virus Is through sexual cortact. It Is clear that teenagers may 
be very much at risk because of their behaviors. Studies have 
shown that over 11.6 million teens (70Z of girls and 80Z of 
boys) have engaged in sexual intercourse at least once by the 
time they reach age 20. It also had been estimated that more 
than one million teenagers become pregnant each year. (74) 
Despite the good news of a decline in the rate of teen 
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pregnancy £xom 1980 - 1983 (75), one million teen pregnancies 
and their associated risks are alarming. 

Testifying before the Select Committee in June 1987, Surgeon 
General Koop said: 

American teenage females experience about one million 
unplanned pregnancies each year. These data indicate not 
only the extent to which teenagers are sexually active, 
but also the extent to which they might transmit the AIDS 
virus perinatally. (35) 

Teen Rates of Sexually Transmitted Diseases StRgest AIDS Spue ad 

Overall^ the evidence suggests that sexually transmitted 
diseases (STDs) ate the most pervasive, destructive and costly 
communicable disease problem confronting adolescents today in 
the U.S. Premature sexual activity in conjunction with 
ineffective methods of contraception place the adolescent at 
risk for STDs, Incliiding AIDS. 

Sexually active teenagers have the highest rates of STDs 
among heterosexuals of all age groiqps. It his been estimated 
that 1 in 7 teens currently has a sexually transmitted disease; 
this means that approximately 2.5 million teenagers are affected 
by sexually transmitted diseases each year. (49) Chlamydia and 
gonorrhea are the mc zc prevalent of all STDs. 

Mary -Ann Shafer, M.D., Associate Director of Adolescent 
Medicine at the University of California, San Francisco, cited 
estimates that moxe than half of the 20 million STD cases 
reported yearly will occur in individiials under the age of 25; 
one-fourth will affect teenagers under the age of 18. Recent 
research indicates female adolescents have the highest rates of 
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STDs. For males and female 8 » STD rates decline dramatically 
with increasing age. (52) 

Shafer elaborated ci the evidence: 

More adolescents are engaging in sexual intercourse and are 
initiating this activity at younger ages than 10 years 
ago. Fifty per cent of adolescents have initiated sexual 
intercourse by their sixteenth birthday and over 70Z by 
their nineteenth birthday. Among sexually active adoles- 
cent girls aged 15-19 years, almost 2/3 of these girls use 
no or ineffective contxaceptlon, and less than 17Z reported 
using a barrier contraceptive method at last intercourse 
(15X condoms, 31 diaphragms). It is these latter forms of 
contraceptives, the barrier methods, that can afford some 
protection '.gainst STDS, including AIDS. (52) 

In his testxr^ny before the Committee in Juno, Surgeon 
General Koop cited findings from the National Survey of Family 
Growth that about half of teenagers use some method of contra- 
ception at first intercourse; those who did use a method tended 
to use the condom. (35) The survey found th^t, among teens 
using contraception, the younger the teen the more likely the 
person is to use a condom than other methods. Because of this 
trend, it would seem that condom use Is a teachable tech- 
nique appropriate for sexually active adolescents. 

Heterosexual AIDS Transmission Among Teens on Rise 

The facts that a high proportion of teens are sexually 
active and that rates of STDs are highest among adolesrents 
make young people especially vulnerable to heterosexual trans- 
mission of the AIDS virus. 

A recent study of charts of more than 4,000 persons treated 
at an inner-city STD clinic found that 6.3X of the men and 3Z 
of the women were HIV-infected. Of those with positive test 
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result 8» one*thlrd of the men and nearly 501 of the women were 
inlected heterosexually . (82) 

Evidence of heterosexual transolsslon is suggested in the 
chai^ii^ male to female ratio of AIDS infection. In the U.S. , 
for all age s» the male to female ratio of AIDS victims is 12 to 
1, reflecting the greater nunbers of AIDS cases among male 
homosexuals. Recent research evidence suggests the concent ra* 
tion of AIDS infection among homosexual males may be levelii^ 
off or declining. At the same tlme» the concentration is 
xncreasipg among other groiq>s at risk> such as IV drug abusers* 
their partners and their offspring. Also* it appears that sur- 
vival rates are lower among IV drug abusers with AIDS. At the 
end of October, health officials in New York City reported a 
study of deaths from 1982-1986, resulting in a higher i.unber 
of deaths due to AIDS among drug addicts than amoi^ homosexual 



Results of the first six months of HIV testing of civilian 
applicants to the military revealed that of those testing posi- 
tive for HIV antibodies, the oale to female ratio was 2.69:1. 
This suggests a much higher level of heterosexual transmission 
of the AIDS virus than indicated In the total population of 
reported AIDS cases to date. Of the 460 applicants identified 
as HIV-ant ibody -positive, nearly 15Z were teenagers (17 to 20 
years of age) • 

Seroprerjilences increased directly with age from 18 years 
to 27 years, after which age-specific rates plateaued or 
tended to decline. These data suggest that teenagers and 
young adults have an appreciable risk of infection, and 
that the risk may be relatively constant and cimulative 
throtighout this age group. (13) 

The principal researcher. Dr. Donald S. Burke of the Walter 
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Reed Army Institute of Research in Washington, told Select 
Comaiittee staff in an ij'terview for this report that the subse-> 
quent year of testing has revealed an increasing prevalence 
rate among recruits, particularly among young black men where 
an increase of 251 has been observed between 1986 and 1987. (12) 

Dr. He in also provided evidence suggesting increasing 
heterosexual transmission of the AIDS virus among adolescents 
by noting that among New York Llty adolescent AIDS cases, the 
male to female ratio is 2.8:1. 

In September 1987, a study of 118 New York youth ages 13 to 
21 with AIDS, the majority of whom were black and Hispanic 
males, showed a much lower incidence of homosexuality or bisex<> 
uality (44Z) conq)ared to adults (66Z) , while a higher percent- 
age were IV drug abusers (23X compared to 16X among all adults) 
or female partners of these two groups (IIZ conq)ared to 2Z) . 
Eighteen percent of the New York City young male adolescent 
AIDS cases were transfusion recipients or hemophiliacs as 
compared to BOX of younger adolescent males in the rest of the 
nation. (29) 

B. MINORITY TEENS ESPECIALLY AT RISK OF AIDS INFECTIO N 

HIGHER PREVALENCE OF SEXUALLY TRANSMITTED DISEASES, COMBINED 
WITH MULTIPLE RISKS ASSOCIATED WITH POVERTY, PLACE MINCXIITY 
YOUTH AT GREATER RISK FOR AIDS INFECTIOJ 

To understand the possible impact of the AIDS epidemic on 
adolescents, Shafer said, it is necessary to understand the 
characteristics of the youth population, and the ac aal and 
projected scope of the piroblem of sexually transmitted 
diseases. Including AIDS, among adolescents. (52) 
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The heightened risk of AIDS infection among minority youth 
comes at a time when the proportion of youth in the U»S. who 
are minority is rising rapidly. By the 1990's, a significant 
proportion of the country's adolescents will belong to a minor- 
ity group. Currently, there are over 35 million youth 10-19 
years of age in the U,S, More than 6,5 million are minority 
group ©embers. Over the next decade, the adolescent popula- 
tion ia expected to increase by about lOZ with the greatest 
increases in population occurring in the Wes^ and Southwest, 
Ethnic minorities, especially Latino and Asian youth, will 
account for the largest increases in the adolescent population, 

Shafer also noted that there is an increasing trend towards 
poverty among youth. By the 1990* s, 25Z of all families with 
adolescents will be headed by a single parent with 90X of these 
households headed by temales, (In 1986, 34Z of all female 
headed families lived below the poverty line; 50Z of black 
female headed families and 51Z of Hispanic female headed 
families were poor,) With the projected increase in single 
parent households, it is pre<licted that poverty will have a 
greater inpact upon adolescenirs of the 1990* s than on 
you^h of today. 

The incidence of sexually tu mitted diseases among 
minority youth is generally £f than among their white 

counterparts, 

Shafer told the Committee that the average age-adjusted 
gonorrhea rate in black males aged 15-19 years is approximately 
15 times that foT their ^hite peers, and the rate for black 
females aged 15-19 is 10 times the white rate. Young black 
females hpd ibe highest prevalence rates of chlamydia (23Z) ; 
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young Latino femalrs had a prevalence rate of 14X; young white 
females, lOX. (52) 

The greater incidence of STDs among minority youth, com* 
bined with demographic changes > will place more youth at risk 
for sexually transmitted disease infection (including AIDS) in 
the future given the established association between STDs 
(including AIDS) and poverty, minority, and younger age status- 

C. HEMOPHILIA-ASSOCIATED AIDS INITIALLY SIGNIFICANT AMONG 
ADOLESCENTS' 

WHILE SEXUAL ACTIVITY IS CLEARLY THE MOST PERVASIVE RISK FACTOR 
FOR ADOLESCENT AIDS, A SIGNIFICANT NUMBER OF ADOLESCENT AIDS 
CASES Ttl'JS FAR ARE AMONG HEMOPHILIACS 

In 1982, the fir ^t cases of AIDS in hemophiliacs were 
reported. Of t. -i 184 cases of AIDS among teenagers reported 
through October 1987 , 57 cases or 31Z involved teens with 
hemophilia. Adolescent hemophiliacs represented 13Z of the 
total of 440 hemophilia-associated AIDS cases. (76) Nation- 
wide, among young adolescent males aged 11-17 yGars with AIDS, 
80X are hemophiliacs. Of all the reported cases of AIDS among 
20-29 year olds, 108 or IX have hemophilia. Of all hemophilia 
associated AIDS cases, 24X are among 20-29 year olds. (7b) 

Louis M. Aledort, Professor and Vice Chairman of the 
D^artment of Medicine at the Mount Sinai School of Medicine in 
New York, told the Committee that, of all hemophiliacs, two- 
thirds (67X) are seropositive for HIV-virus. Depending on the 
type of clotting factor received, 22X-75X of hemophiliacs have 
tested positive for AIDS antibo<?^«s. With the future safety 
of the blood clotting factor assured, the virus will no longer 
be transmitted in this way, although some HIV-infected 
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individuals will progress to symptomatic AIDS. (5) 



According to Aledort^ the rate of newly reported hemophil- 
iac related cases among all age groups has remaired constant 
at about 30-37 cases per quarter since 1915. Aledort reported 
that the hemophiliac population probably h&s the highest preva- 
lence of infection to date. (5) However, unlike otters deemed 
at rxsk, hemophiliacs so far appear to have a low rate (2Z) of 
progression from seropositivity to symptomatic AIDS. (77) 



Aledort also estimated that 15X to 17X of the sexual part- 
ners of hemophiliacs with AIDS are now infected the -".Ives. He 
told the Committee: 



A recent survey at our center revealed that although 98% of 

facts about the transmission of HIV, 51% do not practice 
safer sex. (5) 



He added: 



Greater than 60% of all adolescents experience tongue kiss- 
ing and are poor users of contraception condoms are very 
unpopular. These figures are as true for young hemophil- 
iacs as for the general populacion. (5) 



D. DRUG ABUSE, ADOLESCENTS^ AND AIDS: PROBLEM^ COMPOUNDEO 



WHILE NOT CURRENTLY PREVALENT AMONG ADOLESCENTS, INTRAVENOUS 
DRUG USE REMAINS A SERIOUS POTENTIAL RISK. IN 1985, 1.2% OF 
16,000 HIGH SCHOOL FiiNlORS REPORTED HAVING EVER USED HEROIN. 



Surgeon General Koop told the Committee that: 



About 1% of American high school seniors self-report hav- 
ing ever used heroin, 16.7% report having ever used 
cocaine, and 23.4% report having ever used stl*"ulant8; all 
of these drugs can be taken intravenously. Although 
teenagers generally do not inject drugs, those who do and 
share needles are at increased risk for infection with the 
AIDS virus. (35) 
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The spread of the AIDS vi^us by intravenous drug abusers 
poses a significant threat particularly to "street youth/' who 
are more likely to be exposed to and engage in this high risk 
behavior, and to have sexual contact with individuals who 
Bl«ht be HIV infected. 

Adolescents who engage in other kinds of needle sharing 
behavior oay also be at some risk. Gordon reported that his 
experience with teen runaways in California indicates that 
outside of urban areas the number of yvouths using IV drugs is 
relatively la*. Gordon told the ccomittee that in his afflu- 
ent suburban area: 

Probably the group of youth n-ost at risk for infection via 
shared needles are high schodl football players and other 
a^ViIa^as uho shsr$ needles f'.sr steroid isiectios. C^^} 

E. CARE FOR ADOLESCENTS: MULTIPLE CONSIDERATIONS 

During the course of investigation for this report, the 
Select Committee discovered no evidence that the cost of pro* 
viding oedical care to adolescents with AIDS differed substan- 
tially from the cost of providing treatment to adults. Barrick 
estimated that the cost of care for adi^lts ranged nationally 
froffl $60,000 to over $140,00 per case, depending primarily on 
the number of hospital days consumed per case. 

Ho%«ver, Hein told the Committee that the cost of identi- 
fying and caring for adolescents with AIDS calls for a 
different type of analysis that goes beyond the direct costs 
of testing and patiert care. 

Out-patient and in-patient insurance coverage for adoles- 
cents, particularly those who are not in school and who 
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are from *wrklng poor* faailies is o£ten inadequate or 
non-existent. The greatest demand will probably be for 
ambulatory care. The usual barriers keeping adolescents 
£roa obtaining care (p^ment » consent and confidentiality) 
are particularly relevant in relation to HIV infection. 
(28) 

Further documentation of the barriers faced by adolescents 
came from Deborah Choi let » Ph.D.» Senior Research Associate at 
the Employee Benefit Research Institute » who told the Coomittee 
that in 1985 , 20X of all children under 18 and 33Z of all chil- 
dren living in families whose income was below the poverty line 
were uninsux'ed. The specific percentage of adolescents without 
health insurance was not analyzed. (78) 

According to the National Center for Health Statistics, in 
1980, 3.7 million or 15X of 12-17 year olds had no private or 
public health insurance coverage, or had only part-year 
coverage. (79) 

The indirect c.^sts to society for related services and lost 
productivity must also be considered. Recent estimates indi- 
cate that in 1991, the total indirect morbidity and mortality 
expenses associated with AIDS, Including loss of productivity 
and premature mortality, will be more than $53 billion, as 
much as $45 billion more than direct medical costs. (55) 

John Williams, ..ecutive Director of Children's Hospital at 
Stanford in Palo A? to, California, addressed the issue of the 
cost of AIDS treatment for hemophiliac patients in addition to 
other medical expenses at the Committee's February 1987 hearli^ 
in Berkeley. 

Hemophilia is a very expensive health problem. The annual 
cost for the clotting factor concentrates varies from as 
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little as $1,000 for a mild case to $73,000 for severe 
problems. .. .AIDS is an additional financial catastrophe for 
children who already have the catastrophic health condition 
of hemophilia. For example, the cost for one of our chil- 
dren was $244,000 for the last year before he died. (67) 



Aledort also testified that, for the hemophilia population, 
the need is great and the associated costs high for psychoso- 
cial and educational services, and staff training and support. 



Appropriate personnel are hard to find, but it is much more 
difficult to pay for them once you've found then*. ?«»lin- 
burseme it in the medical setting for these ser^/ices is 
almost nonexistent in either the public or private insur- 
ance sector anc we have seen hardly any educational funds 
trickle down to our centers. (5) 



Hein recently reported the establishment of the Adolescent 
AIDS Program at Albert Einstein College of Medicine, f jntef iore 
Medical Center, in New York, it is the first multidisciplinary 
program mt is exclusively addressing the complex medical, 
psychosocial, ethical and legal issues of HIV infection and 
adolescents. 



F. PREVENTION STRATEGIES TO STEM SPREAD Of AIDS AMONG 
ADOLESCENTSTlMITED 



Adolescents* Sense of Invulnerability and Lack of Knowledge 
about AIDS Make Preventive Education Difficult 



Although teenagers are clearly at risk of becoming infected 
with the AIDS virus, most teenagers do not believe they are. 
In his testimony before the Committee, Surgeon General Koop 
cited a recent survey of adolescents which appeared in the May 
1987, issue of Pediatrics : 



A random sample of 860 Massachusetts youth aged 16-19 
revealed that while 701 reported they were sexually active 
only 151 of them reported changing their sexual behavior 
because of concern about contracting AIDS; and only 20% of 
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those who changed their behavior used effective nethods. 



In her testlaony, Hein also described various characteris- 
tics of adolescent psychological development that are 
laportant in considering educational interventions to prevent 
AIDS infection. 

Teenagers tend to feel invulnerable , making a future risk 
of AIDS appear remote. This is compounded by the tendency 
toward "concrete" rather than "abstract" thinking still 
prevalent among adolescents. Decisions are thus based on 
Very tax^ible factors rather than on long term probabili- 
ties. Peer pressure is an immediate and important factor 
that can override abstract and distant risks. The tendency 
toward denial, shared by all sge groijps» may be exagger- 
ated in adolescence. (28) 

A recent study by DiCle9>en<:<>. et f'e^cribe*? to the 
Committee by Shafer, also points to the lack of good informa- 
tion among teenagers about AIDS. To assess the needs of San 
Francisco high school students in order to develop an appropri- 
ate and relevant AIDS curriculum in the iichools, the in'wstlga- 
tors administered an AIDS Information Survey to 628 students 
aged 14-18 years. The survey was a self -report questionnaire 
consisting of 30 items which assessed a student's knowledge, 
attitudes and beliefs regarding AIDS. The students surveyed 
included 141 Latinos, 226 blacks, and 261 whites. Fifty-two 
percent of the students were male. (17) 

The survey results supporter .he hypothesis that adoles- 
cents lack sufficient knowledge about the cause, transmission, 
and prevention of AIDS, particularly about the preventive 
measures to be taken during sexual intercourse, including the 
use of condoms. For example, while "921 of the students 
correctly indicated that 'sexual intercourse was one mode of 
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contracting AIDS,' only 60X were aware that: 'use of c .-.ndoa 
during sexual intercourse may lower the risk of getting the • 
disease.'*' In addition, only about two-thirds of the surveyed 
students knew that AIDS was not spread throi^h casual contact. 



Shafer also noted that the research showed: 



Significant ethnic differences were identified in knowledge 
of AIDS, perceived risk of acquiring AIDS, and in the 
presence of misconceptionf. about AIDS transmission throi«h 
casual contact. Whites were found to be the most knowledge- 
able, and latinos the least knowledgeable, with black youth 
interui»diate in their knowledge of the cause, transmission, 
and prevention of AIDS. Minority youth were approximately 
twice aa likely aa white youth to have misconce-^^-ions 
regarding acquisition of the virus throMgh casual contact. 
Youth, especially minority youth, who had less knowledge 
and more misconceptions about casual transmission of the 
virus, were likely to perceive themselves as more suscep- 
tible to the virus than their more knowledgeable peers. (52) 



Shafer told the Committee that such findii^s have Inportant 
inplicatlons in the development of an intervention for adoles- 
cents regarding Ai'DS as well as other STDs. Since prevention 
is the key "tool" regarding STDs In adoleecents. It is Inpera- 
tlve to design intervention programs which will effect change 
in knowledge, atrttudes, and beliefs and will prevent or modify 
behaviors which place the ad'>les':ent at risk for STDs, includ- 
ing AIDS. 



Shafer emphasized that intervention strategies become 
iiq)ortant when considering adolescents who are in the process 
of ebrabllshing "adult" health and behavior patterns. She 
pointed out that this is a period wl«fn youth may be particu- 
larly amenable to change through intervention. Experts note 
that this process of education to change attitudes and 
behaviors will be long term. 
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AIDS Education; What Students Need to Know 



The Surgeon General has emphasized that It Is nose Inpor- 
tant that teenagers recel^ education that specifically would 
enable them to understand and avoid behaviors associated with 
transmission of the AIDS vlxus. 



A single pamphlet, a slqgle fl last rip, a slqgle lecture 
about AIDS will not be sufficient. Similarly, education 
about the biology of the virus, the synptoms of the disease, 
or the social and econoolc consequences of the epideoic 
will do little to influence its spread. Programs need to 
be designed specifically to help teenagers adopt the kind 
of behavior which will keep them from contracting this 
disease. (35) 



Polntii^ out that abstinence fioo sexual intercourse until 
young people are ready to estabUsh mutually faithful, monoga- 
wouR relationships is the only certain way to prevent AIDS 
infection throMgh sexual contact, the Surgeon General also has 
stated repeatedly that sexually active persons, including youth, 
need to learn about the proper use of condoms to protect them- 
selves and their partners against HIV infection. (35; 80) 



Because about 70% of adolescents are socually active, it's 
very difficult to get them to change that activity, and 
that is when, if they hadn't listened to the mess^e of 
abstinsnce or monogamous relationships on a loqg-tena 
basis, you ha\e to introduce such thix^s as condoms, 
kno%d.ng that it offends the sensitivities of some people 
but, on the other hand, as a health officer, and even 
knowing that condoms ate not lOOX safe, ttero is little 
that I can do except to offer that to youngsters who are 
sexually active. (35) 



The Surgeon General added that "when we talk about condoms, 
the education th^t goes with that has to be extraordinarily 
explicit.*' 



The Surgeon General also eQ|>haslzed the need for start it^ 
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approptlate edtjcatlon early: 



If you wait until a child is an adoleacent and is fighting 
all these new urges and feelings for himself, it's very 
hard for hln to approach sexuality in an abstzact w^. 
That's why I think most people who ate concerned abaut the 
sexual activity of our teenagers believe that we ha^e to 
build these foundations before they themselves go throush 
puberty (35) 



At the Committee's February hearing Quackenbush further 
pointed out that: 



...if we do not begin AIDS educatior until the middle of 
high school, a small but significant number of children 
will already be engaging in risk behavior before they 
receive the prevention information. Two, young children 
need help understanding the concept of "not casually trans- 
mitted." The diseases that young childen are familiar with 
are, for the most part, very easily transmitted and they 
have a hard time understanding sometimes that *.hey are not 
at risk to contract AIDS in their normal affairs with 
yl&jmaZ&of otUu6aCo» and their fassilles. Info raat Ion as 
essential as AIDS prevention needs to be repeated over a 
period of time for it to be fully comprehended. We expand 
our opportunity to do this and to provide this information 
and education effectively by starting early. (49) 



AIDS Educat f n; What's Happening in Sctools 



SURVEY OF THE NATION'S WuEST LOCAL SCHOOL DISTRICTS FINDS 
ONLY HALF PROVIOE SOME FORM OF AIDS EDUCATION 



In his testimony before the Comoittee in June 1967, 
Jonathan Howe, President of the National Sctool Boards Associa- 
tion, underscored the inportance of developing AIDS education 
pollc les and programs : 



AIDS education cannot be an optional activity for sctv)ol8 
it is something we must do, because school-age students are 
a primary AIDS risk groip, and AIDS is a life -and -death 
issue. Many of the new cases will be youpg people. Z\en 
when a preventive vaccine is developed, it will not protect 
those already exposed. This leaves us with only one w^ to 
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prevent the further spread of AIDS — and tUt is through 
education. (31) 

Howe pointed out that one of the problems facing educators 
is the lack of good information. He explained that what is 
needed is a depth of understanding that can be incorporated 
into comprehensive curricula that address many levels of health 
and sex educetion throtghout the elementary and secondary 
schools, 

Howe added, however, that schools are l<)cking sufficient 
resources to do the Job that they need to do. 

We need help. We need financial resources, and you're 
absolutely correct, we must have some financial resources 
for research and the development of a model curriculun. (31) 

The National Association of State Boards of Education 
reports that only nine states have mandated an AIDS education 
policy, with action pending in six additlonsl states. (83)-' 

According to Stnrgeon General Koop , inforiQatlon gathered 
during the winter of 1986 showed that 40 of the Nation's 73 
largest school districts were providing education about AIDS, 
and 24 of the remainlrg 33 districts were planning such educa* 
tion. Of the districts that provided AIDS education, 90X 
provided it durlpg 10th grade, 63X provided it durli^g 7th 
grade and 601 provided It during 9th grade. 

Johnnie Hsmllton, -Science Coordinator for Fairfax County 

i/ On December 2, 1987, that National Association of State 
Boards of Education reported an update of the preliminary 
survey. According to the survey, 18 states now mandate 
some AIDS education. (84) 



ERLC 




43 



Public Schools in Virginia, told the Committee that Fairfax, 
the 11th largest school district in the nation, has developed a 
very comprehensive health education curriculum from the early 
grades upward that stresses responsibility and morality AIDS 
education has been blended into this course of instruction. 

Our students are encouraged to just say no to many types 
of exploitation and negative peer prersure, both sex and 
drug related; however, we know that sc .e students are 
sexually active and are drug users » and our AIDS 
instruction also addresses their need for life-saving 
information. (26) 

Hamilton also reported to the Committee that in response 
to community inquiries, Fairfax is currently reviewing AIDS 
education materials suitable for 5th and 6th grade students. 

Experts ha* ^ed that to assure that curricular materials 
are factually correct and age-appropriate, educational materia" ' 
be developed b/ education professionals and health experts 
working together. Howe cited an example of health and educa- 
tion professionals working together on curriculum development 
in Eugene, Oregon, where the curriculum was written by a 
classroom teacher, a health teacher, and a registered nurse; 
technical review was provided by two state health officials 
with AIDS expertise. 

In October 1987, the U.S. Department of Education issued a 
handbook entitled "AIDS and the Education of our Childieu." 
The handbook is described by William Bennett, Secretary of 
Education, as "a scientifically accurate and morally serious 
contribution to AIDS education." (60) The Department intends 
to distribute copies of the handbook to principals, school 
boards, pa}-ents ' groups anct other educators. 
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AIDS Education; A Pa^ent/Student/Communlty Partnership 

AIDS EDUCATION FOR CHILDREN NOT ONLY A JOB FOR SCHOOLS — 
PARENTS, TEENS AND COMMUNITY PROGRAMS ESSENTIAL 

Surgeon General Koop along with the educators who testified 
before the Committee emphasized Involvement of parents as an 
essential part of any education effort on AIDS for school-aged 
children. 

Wayne Lutton, Ph.D., Research Director for The Summit In 
Manltou Springs, Colorado, told the Committee that an efficient 
and Inexpensive means of reaching school children with Informa- 
tion about AIDS would be for teachers to give responsible 
Information directly to the parents. 

In addition, Lutton stated that: 

A copy of all public school materials dealing with AIDS and 
sexuality should be placed In local public libraries so 
citizens can have easy access to them. This should be done 
voluntarily by the schools, ordered by the school boards 
or mandated by state law. (37) 

The first AIDS hotline run by high school students for the 
community was established in Montgomery County, Maryland, 
through the Health Education Resource Organization (HERO). 
Operating 7 days a week, 8 AM to midnight, the hotline received 
over 4,000 calls a month from concerned adolescents and their 
parents who had questions end fears about the AIDS epidemic. 

Becky Adler, a senior high school student and Teen AIDS 
Hot-liner told the Committee in June that: 



ERIC 




45 



the teen years are times of experimentation and new 
options. Americans are becoming sexually active younger 
and younger, and those who do abuse drugs usually start as 
teenagers. So, if there is si?ch a thing as a "high-risk" 
group — it is teen America. And we at the Teen AIDS 
Hotline are working to save our generation. (2) 



The Teen AIDS Hotline was conceived as one of several 
"family-oriented" programs to educate the community about AIDS. 
Other program examples include a Teen and Family Conference on 
AIDS held every weekend at neighborhood churches or synagogues; 
PTSA AIDS Night, an evening of education and dialogue about 
AIDS in the community for the entire family; and the Teen 
Internship Project, where teens are trained to educate their 
peers about AIDS and AIDS prevention. 



The Teen AIDS Hotline was discontinued at the end of June 
1987, because of lack of funding. The Teen AIDS Hotline was 
reconstituted under the auspices of the Maryland AIDS 
Foundation in August 1987. 



Out-Of-School. Runaway and Homeless Youth Require Special 
OutreacH 



NATIONALLY, ABOUT 25% OF YOUTH DO NOT FINISH HIGH SCHOOL, 
CREATING A NEFD FOR AIDS EDUCATION FOR ADOLESCENTS OUTSIDE 
SCHOOL SETTINGS. 



Gordon reported to the Committee that: 



Runaway and homeless youth may be involved In Juvenile 
prostitution and drug sales. Youth who have been sexually 
molested become "sexual ized" and are more li^'ely to be 
Involved in sexual activity. When these young people are 
sheltered or incarcerated in runaway facilities. Juvenile 
detention centers » or protective group homes ^bev are 
often in same sex facilities where there mav be increased 
homosexual activity or homosexual rape. (22; 
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Compounding the high risks that runaway and homeless youth 
xace, these adolescents are exceptionally difficult to reach 
for purposes of prevention education or care. Child welfare 
professionals point to the tremendous need for outreach strv- 
Ices to these adolescents with strong guarantees of confld* 
tlallty. (53) 

Community leaders on the Board of Directors of the Sequoia 
YMCA In Redwood City Instituted the Youth Development Branch 10 
years ago to serve out-of-school youth. This program Includes 
a juvenile court diversion program, two shelters for runaway 
youth, a drop-In center for homeless youth, and a long-term 
residential treatment center for youth who are victims of child 
abuse or have other emotional problems. 

In response to concerns about out-of-school , runaway and 
homeless youth, the Youth Development Branch launched the AIDS 
Education Project for Sheltered and Incarcerated Youth. The 
goal of the AIDS Education Project was to develop a prevention 
curriculum specifically designed for youth In Institutional 
settings and to provide training for the staff of those Insti- 
tutions In San Mateo County. An Initial curriculum was devel- 
oped based on Input from an advisory panel of medical, health 
education, and public education experts. 

Gordon told the Committee: 

Our curriculum was designed to meet the specific needs of 
the Institutional setting. In the Institutional setting, 
youth are transient and the may be only one opportunity 
to provide Information and nv. opportunity to provide for 
follow-up discussion. One other Important aspect of our 
work has been the education of the Institutional staff. 
To date we have certified A6 staff In the County juvenile 
facilities to provide this AIDS prt/entlon education. 
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Educated staff can guarantee that the institution affirms 
risk reduction. (22; 

The New Jersey Department of Health has also developed an 
outreach to those hard-to-reach populations who may be at risk, 
including out -of -school adolescents. One outreach program, is 
training ex-addicts to go back xnto the streets and share 
information about AIDS and the drug -use connection. Addition- 
ally, mobile vans have been put to use to frequent low-income 
neighborhoods in cities with a high proportion of AIDS cases, 
such as Jersey City and Newark, New Jersey. These neighbor- 
hoods harbor many of those adolescents who have run away and 
are homeless. Physicians and social workers who stfiff the 
vans provide information ibout drug abuse and its side effects, 
including its connection to AIDS and how to prevent exposure to 
the AIDS virus. (56) 
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III. LEGAL AND ETHICAL CONSIDERi^TIONSl/ 



A. AIDS AMONG YOUNG CHILDREN AND ADOLESCEN'.o RAISES COrfPLES 



As a result of the growing AIDS tpiJeoic, society is strug- 
gling with complex legal and ethical issues, such as testing, 
the right of privacy, protections against discrimination, and 
duty to vam» in dealing with adults with or at risk of AIDS. 
The issues appear, in o&ny cas s, even oore difficult in 
addressing concerns about children and youth, especially 
adolescents. In addition, issues uniquely concerning children 
are raised. Three main group? of issues will be raised here: 
(1) issues concerning medical treatment and testing which 
arise because of the age of the child; (2) privacy issues; and 
(3) issues concernii^g discrimination, especially relating to 
access to education. 

Medical Treatment and Testing 

With regard to infants and young children, decisions 
regarding care and treatment because of HIV infection are typi- 
cally handled in the same way as they are dealt with for other 
conditions. Since infants and young children are unable to 
make meaningful judgments concerning medical intervention, 
parents or legal guardian generally hold the authority for 
decisions regarding straightforward treatment. The marf^i. 
become:, more complex when considering a child's participation 

y This section was developed with assistance of the Con- 
gressional Research Service's American Law Division, in 
conformance with a request of ;:he Select Committee. The 
section does not necessarily represent the opinion of CRS. 
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In medical research. At the Surgeo.i General's conference on 
pediatric AIDS last spring, It was noted: 



Although the potential benefits of participation in 
research protocols (extended life or an improved quallt> of 
life) may often be substantial, oiany of these research 
protocols also may present substantial risks to the child. 
What are the decision-making processes that will maximize 
the potential benefits of medical science to the non- 
consenting child while protecting his or her fundamental 
rights? (21) 



In addition, similar to the discussion concerning adults, 
questions have arisen regarding medical confidentiality for 
infants and children with HIV infection and the duty to warn 
those who, without adequate information and prcytectlon, may 
risk becoming Infected because of extensive, non-casual 
contact, such as In medical or foster care. 



Adolescents with and at risk of AIDS raise these and adcii- 
tional questions. Although minors, adolescents may consent to 
diagnosis and treatment other sexually transmitted diseases* 
However, AIDS Is unlike other STDs because so far it has no 
satlsfactozy treatment and it leads to death. 



In her testimony before the Committee » Heln posed several 
ethii.a^. and legal questions pertinent to screening adolescents* 



Do adolescents have the right as a minor to participate in 
screening if it were available? Do they have the right to 
refuse, such as the mandatory screening for the military. 
Job Corps or Peace Corps? If they are screened, do they 
have the right not to be told the results? Should they 
have access to anonymous testing? .. .Should parents be 
involved, again, in the decision to be tested? What about 
if, at result time, if the results are positive, should 
parents be notified? If so, this would be quite different 
from other STDs****How can we Inform Immature minors about 
the Issues Involved in testing and in being positive? Vhat 
about their partners who, themselves* are minors? What 
about case contacting? (28) 
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Recently^ Abigail English, staff attorney. National Center 
for Youth Law in San Francisco, California, called attention to 
other legal issues relevant to HIV infection in adolescents: 



What is the scope of the confidentiality protection for an 
institutionalized adolescent known to be i fected with the 
viruo? Vho, if anyone, is liable if disclosure of an 
adolescent's antibody status results in discrixoination or 
other harm to the adolescent? (19) 



She further pointed out how efforts that appear to be in 
the best interest of one age group may not be appropriate for 
another group. Citing a then-pending legislative proposal in 
California which would allow the testing of wards of the 
Juvenile court, English commented that 



this statutory provision may be intended to allow the 
juvenile court to order the HIV test for infanta bom to 
drug-addicted aethers, but the authority it confers on the 
juvenile court may be used by another jud;te in another 
context to compel adolescent runaways to submit to 
involuntary testing. (19) 



Mary -Ann Shafer in her testimony before the Committee in 
June also raised ^specific reservations about testing adoles- 



Regarding testing, especially with adolescents, I have a 
big concern.. ''If you require and mandate testing, that may 
backfire in that the grout>s that you want to reach with the 
counseling., .to essentially change behaviors. . .won' t entfiv 
the system and get that really in-depth counseling that's 
required. (52) 



Vernon Mark, M.D. , Associate Professor of Surgery, Harvard 
Medical School, Boston, presented another point of view in his 
testimony before the Committee. Ma*'k auggested that repeated 
HIV testing is needed for epidemiologic purposes to see how 
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far and into which groups of the population the epidemic is 
spreading. (38) 

Benjamin and Hein pointed out to the Committee that sero- 
prevalence studies for purposes of epidemiology can be done 
through unlinked anonymous testing. Hein has added that this 
strategy can be coupled with voluntary confidential testing 
with age-appropriate pre- and post-test counseling. She 
recently commented that these approaches are "completely con- 
trary to the current policies of mandatory testing for Job 
Corps > Peac<; Corps, the military and of dependent mlmrs of 
certain federal agency employees." {29) 



One of the main issues raised by public health measures 
regarding AIDS is the question of the right of privacy for the 
person tested. This issue involves questions regarding federal 
and state constitutional rights , statutory provisions and com- 
mon law actions. The resolution of the issues may turn on num- 
erous factors including whether testing is voluntary or manda- 
tory, whether there is consent to disclose results, the purpose 
of disclosure, and the application of specific statutory provi- 
sions. Legally, the icsue has been seen in terms ot balancing 
the individual's right to privacy against the need for society 
to know. 

The public health community has generally agreed on the 
need for some type of confidentiality. Mark, in his testimony, 
also stated, "If we are going to resort to testing, we have to 
require conf identality." (38) Surgeon General Koop has stated 
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publicly that it is absolutely essential to ensure confidenti- 
ality. 

With regard to school-aged children, both CDC and the 
Aaerican Academy of Pediatrics (AAP) recommend that school and 
health officials respect the right to privacy of any student 
infected with the AIDS virus, (See Appendix 11) 

In their Recommendations and Guidelines > (Aug. 30, 1985), 
CDC states: 

Parents ot infected children should be aware of the poten- 
tial for social isolation should the condition of the child 
becoae known to others in the care or educational setting. 
School y day-care and social service personnel and others 
involved in educating and caring for these children should 
be sensitive to the need for confidentiality and the right 
to privacy in these cases, (See Appendix 11) 

And, according to the AAP: 

The number of personnel aware of the child's condition 
should be kept to the minimum needed to assure proper care 
of the child and to detect situations in which the potential 
for transoission may increase, (6) 

The rapidly evolving nature of the AIDS epidemic among young 
children and adolescents suggests the importance of advice given 
by English, urging "very careful development and evaluation of 
any recommendations specific to children und youth," (19) 

Nondiscrimination and Access to Schools 

Prevention of discriminstion against adults with active 
AIDS or positive HlV-antibody test results has been the focus 
of considerable debate, English has pointed out several 
special problems with respect to discrimination against minors: 
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First, most antidiscrimination laws do not speak to the 
specific settings in which minors may suffer the most 
threat: in the Juvenile Justice system; in schools; and in 
the foster care system. Second, while children and adoles- 
cents are entitled to protection of their constitutional 
rights, including privacy, the courts have applied different 
standards, in some cases less stringent standards, in evalu- 
ating burdens on the constitutional rights of minors, 
because of their vulnerability and imtaLirity, and because 
of the p^-esufflptioa that their parents, or the state acting 
in loco parentis , will act in their best interest. Third, 
adolescents lin particular] have more limited ability to 
advocate for themselves than adu'^ts do, and far more 
limited access to attorneys and other advocates. (19) 



There are two main federal statutes which could affect the 
rights of children with a positive antibody test for the AIDS 
virus: section 504 of the Rehabilitation Act of 1973^^, and 
P.L. 94-142, the EJt.cation for All Handicapped Children Act-^. 
Section , 04 could affect the rights of children in areas such 
as enployment or transportation, but the primary Import of both 
these statutes for children may be in their possible require- 
ments for access to education. Before analyzing this particu- 
lar legal issue, it is helpful to note that CDC has published 
guide] ^.nes concerning access to education. 



CDC, along with many state education and health depart- 
ments, has recommended that most children infected with the 
AIDS virus be allowed to attend school. In its recommendations 



8/ 29 U.S.C. section 794. Section 504 of the Rehabilitation 
Act of 1973 prohibits discrlminatilon against otherwise 
qualified handicapped individuals solely by reason of their 
handicap in any program or activity that receives federal 
financial assistance or in an executive agency or the 
United Postal Service. 

9/ 20 U.S. C. sections 1400 et seq. P.L. 94-142, The Educa- 
tion for All Handicapped Children Act amended The Education 
of the Handicapped Act, which authorizes a number of pro- 
grams to support and improve the education of handicapped 
children. The largest is the State grant program, designed 
to assure that every handicapped child aged 3-21 years, 
residing in a state that participates In this program, 
receives a free appr<:^riate public education in the least 
restrictive environment- 



ERIC 



65 



55 



on education and foster care of HIV-infected children, CDC 
explains that: 

None of the identified cases of HIV infection in the U.S. 
are known to have been transmitted in the school, daycare 
or foster care setting or through casual person-to-person 
contact. (See Appendix II) 

Specifically, children with hIV infection do not transmit 
the infection by sharing eating or drit^king utensils, coughs 
or sneezes, or casual kissing on the cheeks or mouth. In 
addition, although HIV-infected children may themselves face 
greater risk of infeccion in a group setting because of their 
immune system deficiencies, CDC has indicated that, "for most 
infected school-aged children, the benefits of an unrestricted 
setting would outweigh the risks of their acquiring potential 
harmful infections in the setting and the apparent nonexistent 
risk of transmission. These children should be allowed to 
attend school and after-school day-care and to be placed in a 
foster home in an unrestricted setting." (See Appendix II) 

A survey conducted by the National Association of State 
Boards of Education in June 1987, indicated that, at that time, 
a majority of states (39 states) had policies or a position 
statement on admitting students with AIDS to schools. (42) 

Guidelines issued by CDC note that decisions regarding ths 
kind of educational and care setting for the child infected 
with the AIDS virus "should be based on the behavior, neuro- 
logic development, and physical condition of the child and the 
expected type of interaction with others in that setting," and 
thfi* ^ach case should be evaluated individually by a team that 
includes the child *8 phyiician, public health officials, the 
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child's parent or guardian and personnel from the care facility 
or school. (See Appendix II) 

For preschool ••age children and for some neurologic ally 
handicapped children, such as those who lack control of body 
secretions, CDC recommends a more restricted environment such 
as a setting that minimizes exposure of other children to blood 
or bodily fluids. 

Both section 504 and P.L. 94-142 could be used as a possi- 
ble statutory basis for a right to education for children 
infected with the AIDS virus. Section 504 prohibits discrimi- 
nation against an otherwise qualified handicapped person solely 
by reason of handicap in any program or activitiy that receives 
federal financial assistance. 

The i&^ue of whether this section would cover persons w. th 
AIDS, ARC, or a positive blood test for antibodies tc the AIDS 
virus is one of the most discussed legal issues involving AIDS. 
The Supreme Court in School Board of Nassai County v. 
Arline .— ^ held that a person with the contagious disease of 
tuberculosis may be a handicapped individual under section 504 
and that the fact that a person with a record of an impairment 
is also contagious does not limit the coverage of the section. 
The Court further found that the issue of whether such conta- 
gious individuals are protected by section 504 is determined by 
whether such an individual is "otherwise qualified." In deter- 
mining whether an individual is otherwise qualified, the Court 
found that an individualized inquiry must be made concerning 
the nature of the risk, the duration of the risk, the severity 

12 94 L.Ed. 2d 307 (1987) 
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of the risk and the probability that the disease will be trans' 
fflitted. A court must then evaluate whether reasonable accommo- 
dation is possible. 

It has been suggested that the Supreme Court's reasoning in 
Arline would be applicable to children who are antibody posi- 
tive for the AIDS virus and who manifest physical symptoms of 
the disease. The issues regarding children who are only anti- 
body positive are less certain but an argument could be made 
that such children would also be handicapped persons for the 
purpose of the Act. In a recent California case, Thoaas v. 
Atascadero Unified School District ,— ^ an injunction was 
issued based on section 504 precluding the exclusion of an HIV- 
infected child from attending his kindergarten class. The 
court found that the child was otherwise qualified in the 
absence of evidence that the child posed a significant risk of 
harm to his teachers or classmates. 

In November 1987, the U.S. Court of Appeals for the Ninth 

Circuit overturned a lower court's denial of injunctive relief 

and found that the plaintiff had a strong likelihood of 

prevailing in his allegation that he was discrlmin/ ted against 
12/ 

under section 504.—' The court ordered the reinstatement 
of a California teacher with AIDS who had been barred from the 
classroom. The court decided that the teacher, although 
handicapped by AIDS, most likely ''is otherwise qualified to 
perform his job within the meaning of the Rehabilitation Act 
of 1973.'* 



W 662 F. Supp. 376 (C.D.Calif. 1987) 

S/ Chalk vs. U.S. District Court Central Districc of 

California, No. 87-6418 (9th Cir. November 18, 1987)* 
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P.L. 94-142 could also be used as a basis for requiring the 
education of an HIV-infected child. This Act provides federal 
funds to the states and conditions the receipt of these funds 
on the provision of a "free appropriate public education." It 
would appear that the Act would cover some HIV-positive chil- 
dren. Madeleine Will, the Assistant Secretary for Special 
Education and Rehabilitative Services, has indicated that 
"[c]hildren with AIDS would be eligible for coverage under 
EHA-B if they are evaluated as having one of the handicapping 
conditiont Isted in the statute, and in need of special educa- 
tion and related services. Children with AIDS could be eligi- 
ble for special education programs under the category of 'other 
health impaired "i^^ 

B. CONTINUING ETHICAL DILEMMAS 

^egal issues in the context of HIV-infected children deal 
with hat the present protections and requirements are; ethical 
issues deal with how society should deal with the issues pre- 
sented by these children. The two types of issues are related 
but distinct. This section will not attempt to solve tht 
thorny ethical dilemmas but will simply note several ai .s 
where ethical considerations have arisen or may arise. 

The basic ethical dilemma involving HIV-positive children 
is the balance between the rights of the children and ot soci- 
ety in general. The tension between these groups could take 
several forms. There could be ethical questions concerning 

W 221 EHLR 343 (1984). Not all children with AIDS would 

necessarily be considered to fall within the definition of 
"other health-impaired." For example, see District 27. 
bupta, aL 13; Case Ko. 85-20 (August 26, 196^;, i»U/ £.HLR 
303. But see Case No. 225, In re Ryan White (Feb. 14, 
1986), 507 EHLR 342, where the student was found to have a 
handicapping condition. 
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the balancing between possible rights of HIV-positive childr'-n 
HIV-positive children and possible infection or danger to soci- 
ety, e.g., to others in school or in out-of-hooe placements. 
As was discussed above, the Supreoe Court's analysis in Arline 
attempts to strike a balance relating to rights of persons with 
contagious diseases and the protection of society in its 
analysis of who is otherwisSe qualified. 

Ethical questions could also be posed concerning the use of 
limited societal resources to educate or treat HIV-infected 
children who have a limited life expectancy and whose treatment 
is very costly. To what extent, if at all, should a cost- 
benefit analysis be used in situations involving an individual's 
rights, particularly rights to medical treatment or education? 

Also, a tension between the parent's or guardian's interests 
and that of a child could arise regarding an HIV-infected child. 
To what extent should a parent or guardian be able to determine 
the type of medical care, experimental medical care, or even 
access to testing? 

Although these and .ner ethical issues are not capable of 
easy resolution, their consideration is crucial in making 
determinations regarding HIV-infected children. 
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A. LITTLE FOCUS AND FEW RESOURCES DEVOTED TO AIDS PREVENTION 
AND TREATMBWT FOk OlIL!M!rAND YgUTH 

While children and youth will benefit from overall fedexal 
spending for AIDS research, prevsntion and treatment, few 
efforts have been targeted specifically toward children so far. 
In Fiscal Year 1981, the total amvunt of federal funding dedi- 
cated to AIDS '•esearch and education was $200,000; by FY 1987 
the figure was $494 million. The Administration's revised 
FY 1988 budget request for AIDS related activities was $791 
oil lion. 

CrC has two programs dedicated to prevention of AIDS among 
children, tor FY 1987, the CDC allocated $11.3 million to a 
"School Health Initiative." Of this amount, $6.5 million was 
obligated in FY 1987 to national edtjcatlon and chi "'d- serving 
organizations, and state and local school districts to dissemi- 
nate information concernix^ AIDS and children, and to other 
agencies involved in developing training and demonstration 
projects. The CDC utilized the remaining funds for "direct 
operations," including contracts cn materials developed for the 
CDC, evaluation, staff support, and outside consultation. 

The CDC also provided an initial $24 million in FY 1987 to 
fund AIDS prevention efforts t .ough community-based organiza- 
tions. In early July 1987, an additional $27 million was added 
to this amount. Prevention activities conoacted with theae 
resources, while not targeted specifically to children^ if 
successful could affect children positively, by reaching them 
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dice tly or by reaching at-risk adults who are or might become 
parents. 

In FY 1987 » $7.6 million of the National Institute of 
Health's $252 million AIDS research budget was dedicated to 
research specifically on childhood AIDS. Of this amount, $7.45 
million was targeted to pediatric A'^:)S, and $152,000 to adoles- 
cents. Sixteen million of the Administration's FY 1988 request 
of $422 million for AIDS research would be focused specifically 
on children ($15.97 million for pediatric AIDS, $491,000 for 
adolescents) .—^ 

CDC published statist''. s three and one-half years ago 
showing that blacks and Hispanics have substantially higher 
rates of AIDS compared to the total pop*«.lation. However, not 
until July 1987, were any funds targeted toward minority 
populations. At that time. Congress specified that $7 million 
of the $27 million FY 1987 supplemental appropriation be made 
available for prevention efforts specifically targeted toward 
minorities. As noted early in this report, nearly 80X of all 
the children with active AIDS are black or Hispanic, and more 
than 70X of all women with AIDS are members of a minority group. 

Insufficient Funding for Children's Medical and Related Services 

INADEQUATE SUPPORT FOR DIRECT MEDICAL SERVICES FOR INFANTS, 
CHILDREN AND ADOLESCENTS WITH AIDS LEAVES MAJOR GAPS IN 
TREATMENT 

The primary way in which the federal government pays for 
medical services for children and adolescents with AIDS is 

Hil Revised request, June 30, 1987. 
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tfiroqgh Medicaid.— officials of rhe Health Care Financing 
Adminlstr& ion within the U.S. Department of Health and duman 
Services have estimated that Medicaid spending for the treat- 
sent of AIDS in the whole population will Increase sixfold by 
FY 1992, increasing from $400 million this year to $2.4 billion. 
Or this amount » the federal government would pay about 35X. C^l) 



According to Oleske, the federal contribution toward paying 
for medical treatment of children and youth with AIDS is very 
far from adequate. Oleske told the Committee: 



...there is little or no funding for these Issues. Children 
receive very, very little of the monies allocated to AIDS 
%«Drk. Most of the money go«s to research. Very, very 
little for care and treatment. (45) 



He added: 



X guess one thing AIDS has taught me, besides a lot of 
humility in the frustration of not being able to treat 
people, was that as a country, I guess we do not know how 
to respond to an epidemic. Our agencies, the NIH And the 
CDC, and in a small way, the Federal Drug iuimlnistration» 
the FDA, are really not geared to handle a problem that la 
emergent and rapidly progressing. (45) 



To address some of tl^ae financing problems, Heas^i^ty in 
New York City recommended automat I'* access to £oae fonn of 
third party Insurance, pirobably Medicaid, for children 
diagnosed with AIDS. 



In addition, several recommendations conc«.mlt\g financing 
emerged firom the Surgeon General's Workshop on Children with 



W Medicaid, authorized by Title XIX of the Social Security 
Act, is a federal- St ate matching program providing medical 
pAiifAtJtnce fnr f^rtmin Inv-income per«nnR who iire «g«d, 
blind » disabled, or members of families with dependent 
children. The federal government's shrre of Medicaid is 
tied to a formula which is inversely related to the pet 
capita Income of the scates, and averages 55X. 
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HIV Infection and Their Families in 5pring 1987: 



(1) Because reliable data are scarce, we can make only 
rough estimates of the health care costs of pediati*.c 
HIV infection — a number of studies has found hospital 

utilization of 30 to 40 days per year per child We 

estimate that by 1991 between 800 and 1,000 beds, 
representing 2% of the nation's pediatric beds, may be 

needed The care must be multidlscip Unary and must 

in'wjlve thcrot^h coordination across a wide raqge of 
services and settings. 

(2) Finaociqg strateglec must be designed to support and 
encourage alternations to hospital care whenever 
possible. E.g., New Jeraey la the first State to 
develop a "Home and Community Based Services Model 
Waiver for Peraons wit* AIDS/ARC" under the Medicaid 
program. ..bringing Federal matching dollars into tte 
State for multidlscip Unary services not normally 
covered under Medicaid. In New York State, designated 
AIDS Care Centers receive an increased reimburseoent 
rate for enhanced care to AIDS patients. .. .Some of 
these facilities include ^ecTfic pediatric AIDS 
services providing family support and linkages with 
community programs. 

(3) All segments of the health care f inane ii^ system 

should share the cost of HIV-related illness. 

(4) Legislation should be supported which would waive the 
24*month disability waiting period for Medicare 
eligibility for patients with '*IDS wlw often do not 
live long enough to qualify. 

(5) Federal government ahould add critically needed serv- 
ices to the minimum benefits which States are required 
to provide. Specifically, approved drugs, foeter 
care, and home nursing care should be required of all 
States under Medicaid, with matching Federal funds. 
The Medicaid waiver program should be expanded to all 
States, along the lines of the New Jersey pilot pro- 
gram. The prlv£.te aector should be encour^ed to Join 
these waiver programs by contributing funds for the 
development of case management and out-patient serv* 
ices and by developing innovative coverage strategies. 

(6) iQcooe eligibility requirements for Medicaid stx)uld be 
altered to allow coverage of families who are working 
poor or unln^red. (68) 



The evolving nature of the AIDS epidemic aaot^ young chil- 
dren and adolescents will require thoughtful consideration of 
these and other financing strategies for research and treat- 
ment, if we are to halt the spread of the AIDS virus and offer 
appropriate and humane care to all who may be affected. 
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Also Little Legislative Action Regarding Children and AIDS 

While more than £our dozen legislative proposals have been 
Introduced on the AIDS epidemic, only six address the emerg- 
ing fecial needs o£ children and youth. 

One proposal In the House o£ nesentat Ives and one In the 
Senate have as their medLr thrust to waivs the 2-year waiting 
period £or Medicare eligibility £or individuals disabled by 
AIDS."^^ The Senate proposal Includes a requirement £or the 
Secretary o£ Health and Human Services to conduct a survey on 
children with AIDS who lack parental involvement and support 
or who have been placed in £o8ter care. This Senate proposal 
was contained in the Senate's Budf;et Reconciliation bill. 

Two bills — one pending in the House, the other in t*»'« 
Senate — propose amending the Public Health Service Act to 
provide a comprehensive program o£ Ains education, information, 
risk reduction, training, prevention, treatment, care and 
research. — ^ 

Th&re are also Senate and House proposals to address the 
problems o£ infants exposed to drugs or to HIV infection who 
may be abandoned in hospitals — the so-called "boarder babies" 
discussed earlier in this report. The Senate passed the bill 

W S. 24 . A bill to amend title II of the Social Security to 
waive, for 5 years, the 24-month waiting period for Medi- 
care eligibility on the basis of a disability in the cases 
of individuals with AIDS. 

H.R. 276 , Companion bill to b. 24 in the House of 
Represent at Ives. 
11/ S. 1220 > A bill to amend the Public Health Service Act to 
provide for a comprehensive program of edixratlon, informa- 
tion, risk reduction, t raining t prevention, treatment, 
care, aitu cebeaccu cui«:eirili^ AIDS. 
H.R. 2626 , Companion bill to S. 1220 in the House of 
Represe ntative s . 
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in AMgust; the measure is pending in the House. — ^ 



B. OVERALL, FEDERAL RESPONSE TO THE A IDS EPIDEMIC FOUND 
UCKltC IK FU Rroc-SN b LEAbER^HIP 

The AIDS epidemic has fueled numerous calls for bold, coor- 
dinated action to stem the spread of HIV infection aoong the 
population anl to enable our health, education and social serv- 
ice sy^teas to respond adequately and humanely. 

Despite the fact that no vaccine or cure may be available 
for ycer/5, experts agree that research has made dramatic 
strides \n understandipg the disease and tte virus. In con- 
trast, unfortunately, experts also agree that still little has 
been done by the federal government in delivering AIDS infoma- 
tlon and education — the only proteccion currently available 
to pre^nt the spread of the vltus. 

More than a year ^o, the Institute of Medicine (lOM) of 
the National Academy of Sciences said that AIDS :»ducation 
should be "pursued with a sense of urgency and a level of 
funding appropriate for a life-or-death situation." The lOM 
report noted that 



For at least the next several years, the aost effective 
measure for significantly reducing the spread of HIV infec- 
tion is education of the public, especially th)se individ- 
uals at higher risk. ...The present federal effort is woe- 
fully inadequate in teims of both the amount of educational 
material made available and its clear communicatloc of 
intended messages. (32) 



— ^ S* 945 , "Abandoned Infants Assistance Act of 1987." 
H.R. 3009 , Companion bill to S. 945. 
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This year, October 1987 was declared Nat local AIDS Aware- 
ness Month. At the beginning o£ the oonth, the Centers for 
Disease Contzol began a nationwide AIDS info znat ion and pre- 
vention caapaign, the goal of which is "to reach every Aaerican 
citizen with the facte about AIDS.'* The caapalgn incltides 
public service announcements, print ads, brochures and other 
mate rials » and i^ecial ia£ozaational prograos to provide 
opportunities for discussions about AIDS. 

Also in October 1987, the D^artment of Education issued a 
handbook entitled "AIDS and the Education of our Children/* to 
be distributed to principals, school boaris, patents' groins 
and other educators. 

Nervy n S live man » President of the American Foundation for 
AIDS Research and Director of the Robert Wood Johnson AIDS 
Health Services Program, in testimony before the Ad Hoc Task 
Force on AIDS of House Budget Comittee, highlighted dis- 
turbing evidence that » notwithstanding the federal education 
csjpalgn, very little had changed since the lOM report in 
1986. He testified that: 

The Crc has Just this year decided to launch a national 
information campaign about AIDS» 6 years after the disease 
was first reported. 

Requests to obtain copies of the Surgeon General's report 
on AIDSy perhc^s the most thorough and effective brochure 
yet produced, seem to fall on deaf ears. We at AfPAR have 
waited 5 months for delivery of a mere one thousand copies. 

Little or nothing has been accomplished in it reamlining 
the paperwork required for federal funding for education. 
Health educators often spend more time cofflpletin<' paper- 
work than educating. (34) 

Further, an August 1987 General Accounting Office review of 
AIDS prevention and the Administration's ^reposed 1988 budget 
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reported a consensus of experts that federal efforts so far 
have been underfunded , uncoordinated, and insufficient. 



Experts at the national, state and local levels generally 
concurred with priorities for action reflected in the budget 
proposals, which focused on *'l) reducing HIV infection aioong IV 
drug users and their sexual partners, 2) edtx:ating targeted 
high-risk groups and the general public, and 3) expanding the 
availability of voluntary testing with pretest and post test 
counseling." (61) 



HoMBver, these public health authorities and medical 
experts surveyed by the GAO said that the "resources are inade- 
quate in all priority areas.. .and that at least ^365 million 
aore is needed for AIDS prevention programs." (61) 



GAO further emphasiased the need to expand voluntary testing 
and counseling services: 



HHS estimates that the revised federal budget provides 
funds for about half the counseling and testing needed 
nationwide. Using an average coet per test of ^5, we 
estimate the federal budget matched with etete funds would 
cover testing and coimselipg services for aC\out 4 million 
individuals. According to IOM*f, report, however, more than 
10 million persons may be c^ndlditcts for testing. Recent 
CDC data on the estimated pnpulatl/^ns at high risk of HIV 
infect ion. . .approach 10 million persons. At an average 
cost of S45 per person, potential resources needed if these 
individuals request testing would approach $450 million. 
Assuming federal and state resources of about $184 million, 
over $250 million mots in funding would be needed to meet 
this deaand. (61) 



&cperts surveyed also expressed serious dismay about the 
lack of federal leadership, considered "at least os troublesome 
as shortfalls in the budsct." (61) A related probleta cited 
was the "piecemeal nature of federal, state, and local funding 
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and the administrative reqaireoents for obtalnlr^ such funds, 

Concerns regarding federal leadership have persisted with 
continuing tumoil surrounding the Presidential Commission on 
the Hunan Immunodeficiency Virus Epidemic, The Ccmmission, 
appointed in July 1987 » first came under attack on the grounds 
that its membership lacked the necessary expertise on AIDS, as 
well as the objectivity to fulfill its mission to advise the 
federal government regarding AIDS prevention and treatment. In 
September » the Commission's executive director of only a few 
months was forced to resign. In early October, the chairman 
and vice chairman of the Ccauiission resigned, citing ideolpgi* 
cal differences and lack of siq>port from the Administration 
that reportedly undercut their ability to do their jobs. And, 
in mid-October, a coalition of civil rights and public health 
giroqps filed a lawsuit gainst the Commission, charging that a 
lack of balance in the grotq>8 and viewpoints represented among 
Commission members violates the Federal Advisory Committee Act. 

Undetectable "War on Drugs" Threatens AIDS Efforts 

After promoting a "War on Drugs" and signing legislation 
authorizing $1.7 billion in new funds under the Anti-Drqg 
Abuse Act of 1986, the Administration proposed cutting funding 
for treatment, education and law enforcement in FY 1988. 

Highlighting the need for more funds to limit the spread 
of HIV asong IV drug users and their partners (whose infants 
and youpg children account for 73X of the children under 13 
with pediatric AIDS), the GAO noted that the "availability of 
treatment for IV drug users was less than demand even before 
the AIDS epidemic." (61) Officials in New York City, which 
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haa about one -third of the country's IV drug users, reported 
that IV drug users may wait for up to two months for treatment. 

It is estimated that of the Nation's 500,000 to 1.2 
million of the nation's IV drug abusers those at high risk 
of becoming Infected with and trananlttlng the AIDS virus — 
only about lOZ receive drug treatment. As noted earlier, In 
New York City, the major epicenter of the ^Idemlc so far, 
health officials reported a study of all drug-related deaths 
In the City from 1982-1986 f:yund that AlOS-related deaths 
amopg Int ravenous drug users surpassed those amoi^ homosexual 
and bisexual sen during that period. Intravenous drug users 
accounted for 531 of all AIDS- re la ted deaths, while deaths 
Involving sexually active homosexual and bisexual men 
accounted for 38Z. (3) 

In ac^ltlon to already Inadequate treatment resources and 
continuing shortfalls, the drug education effort, a principal 
tool in stcomli^ the spread of AIDS particularly amopg chil- 
dren and youth, was also proposed to be cut in half. 
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Revision of the CDC Surveillance 
Case Definition for 
Acquired Immunodeficiency Syndrome 

CouncB of Si9t§ ^od Tofntonji fpnt o mio foff ut fj 
AIOS^rv§nm, Contm for Infoctiout DhMms, 0)0 



INTRODUCTKm 

The foUoMing revised case definition for surveillance of acquired immunodeff- 
dency syndrome (AlOS) was developed by CDC in collaboration with public heahh 
end dinicel specialists. The Countit of State aiKl Territorief Epidemiologistt (CSTE) 
has offidalty recoovnertded adoption of the revised definition for national reporting 
of AIDS. The obfectivee of the revision ere a) to trade more effectively the severe 
ifisebling moftidfty aesociatad with infisction writTi human imnrNinodeficisncy virus 
(HIV) rmdudmg HIV-1 and HIV-2); b) to simpGfy reporting of AIDS caees; c) to increase 
the seneitivity end speci fi city of the definition through greater diegnoetic applicaticn 
of laboraiofv evidence for HIV infection: and d) to be consistent with current 
diagrioetic practice^ which in some caeee iridudes presunv)Cive, ije., 
aiory laboraloiy evidence^ diagnosis of AlOS-indicative diseaees (e^, PnoumocYSth 
corinH pneumonia, Kaposi's sarcoma). 

The definition is organized into three aestions thai depend cr$ tt*i stsxaz cf 
laboratory evidence of HIV infection (e.g.. HH/ entibody) (Figure 1). The m^or 
proposed chengee apr to patients with laboratory evidertce for HIV infection: a) 
inchision of MV enoep.. *iopethy« HtV westing syndrome^ end a broadsr range of 
specific AlOS-indicgiive dissasss (Section ILA); b) iftdusion of AIDS patients whose 
indicator dieeeees are diagnoaeo preeumpti%ely (Section HB); and c) eKminetion of 
exdusions due to other causes of immunodeficiency (Sacticn LA). 

Application of the definition for children cKfftrt from that for adults in two ways. 
Brst« mult^ or recunent eerioue bederial infactions artd lymphoid interstitial 
pneumonia/^MjImonefy lymphoid hyperplasia are accepted as iiKficative of AIDS 
amofig children but not anwng adults. Secortd, for childreri<1 5 nwrntfis of ege 
mothers are thought to have had HIV infection during the chikfs perinatal period, the 
laboratory criteria for HIV infection are more stringent since the presence of HIV 
antibody in the child is, by itself, insufficient evidence for HIV infsction because of the 
persistence of paasivaty acquired maternal atttibodies < IS months after birth. 

The neiy definition i< effective immediately. State arKl focal heelth departments are 
rsquested to apply the new definition henceforth to patients reported to them. The 
initiatfon of the actual reporting of cases that meet th* new detinition is targeted for 
September 1, 1967, when mocfified computer software and report forms should t>e in 
place to accommodate the changes. CSTE has recommended retrospective applica- 
tion of the revised definiUon to patients already reported to health departments. The 
riew definition follows: 
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1M7 REVISION OF CASE DEHNITION FOR AIDS 
rOR SURVEILLANCE PURPOSES 



For national raportrng, a casa of AIDS t$ defined as an ilSness characteriied by one 
or mora of tfw following "indKaCoi^ disaasat, depending on the $utu$ of laboratory 
•vidanca of HIV infection, at shown below. 

L WMIiowC Laboratory Evktorco H^gmdMyg HfV Infection 

If iaborfr 9fy teals for HIV were rK>t performed or gave irtcondus'/e results {See 
Appendix 1} and Itii^ patient had no other cause of immunodefidency Lsted in Section 
LA below, then any dMasd fisted in Section LB indicates AIDS if it was diagnosed by 
• definitive method (See Appendbc tl). 

A. Caiwaaaf jwwiiM w p d al lci in c ythatdwyjaifydisaasesasindkatofsolAiDSin 
mv BMa^wv i^BOTvivTy wnenw fo* wv Nffvmon 

1. high-doae or kmg*term systemic corticosteroid therapy or other immuno- 
auppreaaivafcytotoxic therapy <3 months before the onset of the indicator 
dtteaee 

2. any of tfte foHowing <fiaeases diagnosed <3 ntonths after diagnosis of the 
indicator disease: HodgUn's disease, norv44odgkin's lymphonu (other 
than primary brain lymphoma}, lymphocytic leukemia, muftipte myeloma, 
any otfier cancer of fymphoreticular or histiocytic tissue, or angioimmu- 
noWaatic lymphadenopathy 

3. a genetic (congenital) immunodeficiency syndrome or an acquired immu- 
nodeficiency eyndrome atypical of HIV infection, such as one involving 
hypogemmaglotMilinemie 

Indkalar dfoaaaaa dtognoead definiUvety (See Appendix H) 

1. c an did i aais of Ifie eeophagus, trachea, tKortchi, or'lungs 

2. oyptoeoeooaia, extrapulmonary 

3. oyptosporidiosis with diarrhea persisting >1 nr>onth 

4. cytomegalovirus disease of an organ other than liver, spleen, or lymph 
nodes in a patient >1 nrKmth of age 

5 herpes simplex virus infection causing a nrnicocutaneous ulcer that per- 
sists longer than 1 month; or bronchitis, pneumonitis, or esophsgrtis for 
any duration affecting a patient >1 month of age 

6. Kaposi's sarcoma affecting ^ patiem < GO years of age 

7. lymphoma of the l>rain (primary) affecting a patient < GO years of age 

8. lymphoid interstitial prteumonia end/or pulmonary lymphoid hyperplasia 
(UP^LH complex) affecting a child <13 years of age 

9. Mycobscterium avium complex or M. kansstii disease, disseminated (at 
a site otfier than or in addition to lungs, skin, or cervical or hilar lymph 
nooas) 

10. Pneumocystis carina pr>eumonia 

1 1 . progressive multifocal leukoencephatopathy 

12. toxoplasmosis of the brain affecting a patient >1 month of age 

i. Witii Uboratory EvidofMO f or HtV ifrfgction 

Hegen^eu of the presence of other ceuees of imnsunodeTiciency OAK ir the 
presence of laboratory evidence for HIV infection {See Appendix Ih «ny disease listed 
above (13) or below (lU or II.B) indicates a diagnosis of AIDS. 
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A. Indicator dm—t— diagnosed dafmitivaly [$00 Appandix N) 

I. bacterial infactions. multiple or recurrent (any combination of at least two 
within a 2-year period), of the following types affecting a child < 13 years of 
age: 

septicemia, pneunrionia, meningitis, bone or joint infection, or at>scess of 
an internal organ or body cavity (excluding otitis media or superficial 
skin or mucosal abscesses), caused by Haemophilus, Streptococcus 
(including pneumococcus), or other pyogenic bacteria 

2. coccidioidomycosis, disseminated (at a site other than or in addition to 
lungs or cervical or hilar lymph r>odes) 

3. HIV encephalopathy (also called 'HIV dementia,' 'AIDS den:cntia,' or 
'sutMcute encephalitis due to HIV*) (See Appendix II for description) 

4. histoplasmosis, disseminated (at a site other than or in addition to lungs or 
cervical or hilar lymph nodes) 

5. tsosporiasis with diarrhea persisting >1 month 

6. Kaposi's sarconna at any age 

7. lymphoma of the brain (primary) at any age 

8. other non-Hodgkin's lymphoma of &-celf or unknown immunologic phe* 
notype and \\ie following histologic types: 

a. small nondeaved lymphoma (either 6urk«tt or non-Burkitt type) (See 
Appendix IV for equivalent terms and numeric codes us#d in the 
Intemetional Classification of Diseases, Ninth Revision, Clinical 
Modificatfon) 

b. immunoblastic sarcoma (equivalent to any of the following, although 
not necessarily all in combination: immunoblastic lymphoma. Urge- 
cell lymphoma, diffus* histiocytic lymphonta, diffuse undifferentiated 
lymphoma, or high<grade lymphoma) {See Appendix IV for equivalent 
terms and numeric codes used in the International Classification of 
Diseases, Ninth Revision, Clinical Mortification) 

Note: Lymphomas are not included here if they are of T-celi immuno- 
logic pher^type or their histologic ^/pe is not described or is described as 
lymphocytic,' lymphoblastic,' 'small cleaved,' or 'plasmacytoid lym- 
phocytic!* 

9. any mycot)acterial disease caused by mycobacteria other than M. tuber- 
culosis, disseminated (at a site other than or in addition to lungs, skin, o** 
cervical or hilar lymph nodes/ 

10. disease caused by M. tuberculosis, extrapulmonary (involving at least one 
site outside the lungs, regardless of whether there is concurrent pulmo- 
nary involvement) 

II. Salmonella (nontyphoid) septicemia, recurrent 

12. HIV wasting syndrome (emaciation, 'slim disease') (See Appendix 11 for 
description) 

B. indicator diseases diagnosed presumptively (by a ntethod other than those in 
AppendbcN) 

Note: Given the seriousness of diseases indicative of AIDS, it is generally 
important to diagnose them definitively, especially when therapy that would 
be used may have serious side effects or wheo definitive diagnosis is needed 
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for eligibility for anti retroviral therapy. Nonetheless, in some situations, a 
patient's condition will not permit the performance of definitive tests. In other 
situations, accepted dinical practice may be to diagnose presumptively based 
on the presence of cheractertstic dinica) and laboratory abnormalities. Guide- 
lines for presumptive diagnoses are suggested in Appendix 111. 

1. camfidiMtt of the esophagus 

2. cytomegalovirus retinitis with loss of vision 
3 Kapoci's sarcoma 

4. lymphoid interstitial pr>eumonia and/or pulmonary lymphoid hyperplasia 
(UP/PLH complex) affecting a child <13 years of age 

5. mycobacterial disease (add-fast badlli with species not identified by 
culture), disseminated (im^olving at least one site other than or in addition 
to lungs, sl(in, or cervical or hilar lymph nodes) 

6. Prm/mocystis cMrinii pneumonia 

7. toxoplasmosis of the brain affecting a patient >1 month of age 

M, With Uboratofy EvidMic* Against HIV Infection 

With laboratory test results negative for HIV infection i$ee Appendix I), a 
diagnosis of AIDS for surveillance purposes is ruled out unless: 

A. all the other causes of immunodeficiency listed above in Section 1^ are 
excluded: AMD 

B. the pat^ has had either: 

1. Pneumocystis car/mV pneumonia diagnosed by a definitive method (See 
Appendix OH 

2. a. any of th«. other diseases indicative of AIDS listed above in Section i.B 

diagnosec* by a definitive method (See Appendix II); AND 
b. a T'helrar/inducer (CD4) lymphocyte count <400/mm'. 



The surw-eitlance of severe disease assodated with HIV infection remains an 
esaentif' thou;!. ,nA the only, indicator of the course of the HIV epidemic The 
number , AIDS cases and the relative distribution of cases by demographic, 
geographic, and behavioral risk variables are the oldest indices of the epidemic, 
which began in 1961 and for which data are available retrospectively back to 1978. 
The original surveillance case definition, based on then-available knowledge, pro- 
vided useful epidemiologic dau on severe HIV disease (7 ). To ensure a reasonable 
predictive value for underlying immunodeficiency caused by what was then an 
unknown agef>t« the indicators of AIDS in the old case definition were restricted to 
particular opportunistic diseases diagnosed by reliable methods in patienU without 
specific known causes of immunodeftdency. After HIV was discovered to be the cause 
of AIDS, however, and highly sensitive and specific HIV-anttbody tests became 
available, the spectrum of manifestations of HIV infection became better defined, and 
dassincation systems for HIV infection were developed (2-5). H became aoparent that 
some progressive, seriously disabling, and even fatal conditions (e.g., encephalop- 
athy, wasting syndrome) affecting a substantial number of HIV-infected patients were 
not sut^ect to epidemiotogic surveillance, as they were not included in the AIDS 
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case definition. For reporting purposes, the revision adds to the definition most of 
those severe rK>n-infectious, non-cancerous HIV-assoctated conditions that are cate- 
gorized in the CDC dinical dassification systems for HIV infection among adults an(f 
children {4.5). 

Another limitation of the old definition was that AIDS-indicative diseases are 
diagnosed presumptively (i.e.. without conftmnation by methods required by the old 
definition) in 10V15% of patienu diagnosed with such diseases; thus, an appreciable 
proprnion of AIDS cases were missed for reporting purposes [6,7). This proportion 
may be increasing, which would compromise the old case definition's usefulness as 
a tool for monttoring trends. The revised case definition permits the reporting of these 
dinically diagnosed cases as long as there is laboratory evide: -e of HIV infection. 

The effectiveness of the revision will depend on how extensively HIV-antibody 
tests are used. Approximately one third of AIDS patients in the United States have 
been from New York City and San Francisco, where, since 1985, < 7% have been 
reported with HIV antibody test results, compared with > 60% in other areas. The 
impact of the revision on the reported numbers of AIDS cases will also depend on the 
proportion of AIDS patients in whom indicator diseases are diagnosed presumptively 
rather than definitivaly. The use of presumptive diagnostic criteria varies geograph- 
ically, being more common in certain rural areas and in urban areas with many 
indigent AIDS patients. 

To avoid confusion aoout what should be reported to health departments, the tenn 
'AIDS' should refer only to conditions meeting the surveillance definition. This 
defrnition is intended only to provide consistent statistical data for public health 
purposes. Oinictans will not rely on this definition alone to diagnose serious disease 
caused by HIV infection in individual patients because there may be additional 
information that wculd lead to a more accurate diagnosis. For example, patients who 
are not reportable under the definition because they have either a negative HIV- 
antibody test or, in the presence of HIV antibody, an opportunistic disease not listed 
tn the definition as an indicator of AIDS nonetheless may be diagnosed cs having 
serious HIV disease on consideration of other clinical or laboratory characteristics of 
HIV infection or a history of exposure to HIV. 

Conversely, the AIDS surveillance definition may rarely misclassify other patients 
as having serious HIV disease if they have no HIV-antibody test but have an 
AIDS-indicative disease with a background incidence unrelated to HIV infection, such 
as cryptococcal meningitis. 

The diagnostic criteria accepted by the AIDS surveillance case definition should 
not be interpreted as the stands d of good medical practice. Presumptive diagnoses 
are accepted in the definition because not to count them would be to ignore 
substantial morbidity resulting from HIV infection. Likewise, the definition accepts a 
reactive screening test for HIV antibody without confirnrvation by a supplemental test 
because a repeatedly reactive screening test result, in combination with an indicator 
disease, is highly indicative of true HIV disease. For national surveillance purposes, 
the tiny proportion of possibly false -positive screening tests in persons with AIDS- 
indicative diseases is of little consequence. For the individual patient, however, a 
correct iiagnosis is critically important. The use of supplemental tests is, therefore, 
strongly endorsed. An increase in the diagnostic use of HIV-antibody tests could 
improve I oth the quality of medical care and the function of the new case definition, 
as well as assist in providing counselling to prevent transmission of HIV. 
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APPENDIX I 



Laboratory Evidenct For or Against HIV infection 



1. For Infoction: 

Wh&n a patient has disease consistent with AIDS: 

a a serum specimen from a patient >15 months of age, or from a child <15 
monins of age whose mother is not thought to have had HIV infection during 
the child's perinatal period, that is repeatedly reactive for HIV antibody by a 
screening test (e.g.. enzyme-linked inrmunosorbent assay (ELlSAl), as long as 
subsequent HIV-antlbody tests (e.g.. Western blot, immunofluorescence as- 
say), if done, are positive; OB 

b. a serum specimen from a child < 15 months of age, whose mother is thought 
to have had HIV infection during the child's perinatal period, that is repeatedly 
reactive for HIV antibody by a screerking test (e.g., EUSA), plus increased 
serum immunoglobulin levels and at least one of the ioW^Am^^ abnormal 
immunologic test results: reduced absolute lymphocyte count, depressed CD4 
(T-helper) lymphocyte count, or decreased C04/C08 (helper/suppressor) ratio, 
sa long aa subsequent antibody tesU (e.g.. Western blot, immunofluorescence 
aasay), if done, are poaitive; OR 

c. a positive test for HIV serum antigen; OR 

d. a positive HIV culture confirmed by both reverse transcriptase detection and a 
apectfic HIV-antigen test or in situ hybridization using a nucleic acid probe; OR 

e. a positive result on any other highly specific test for HIV (eg., nucleic acid 
probe of peripheral blood lymphocytes). 

2. Againet Infection: 

A no n reactive screening test for serum antibody to HIV (e g.. EUSA) without a 
reactive or positive result on any other test for HIV infection (e.g.. antibody, 
antigen, culture), if done. 

3. Inconclusive (Neither For nor Against Infection): 

a. a repeatedly reactive screening test for serum antibody to HIV (e.g., ELISA) 
followed by a negative or inconclusive supplemental test (e.g.. Western blot, 
immunofluorescence assay) without a positive HIV culture or serum antigen 
test, if done; OR 

b. a serum specimen from a child < 15 months of age, whose mother is thought 
to have had HIV infection during the child's perinatal period, that is repeatedly 
reactive for HIV antibody by a screening test, even if positive by a supplemen- 
tal test, without additional evidence for immunodeficiency as described above 
(in l.b) and without a positive HIV culture or serum antigen test, if done. 
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APPENDIX II 



IMinitiv* Diagnostic Methods for Dissases Indicstiva of AIDS* 



DifMsas 

cryptosporidiosis 
cytomegalovirus 
tsosporiasis 
Xapost's sarcoma 
lymphoma 
lymphoid pneumonia 

or hyperplasia 
Pneumocystis carinii 

pneumonia 
progressive multifocal 

leukoencephalopathy 
toxoplasmosis 

candidiasis 



coccidioidomycosis 
cryptococcosis 
herpes simplex virus 
histoplasmosis 

tut>erculosis 
other mycobacteriosis 
salmoneliosis 
other barterial 
infection 



Dafinittva Diaonostic Methods 



m*'*»'Oscopy (histology or cytology) 



gross inspection by endoscopy or autopsy or by 
microscopy (histology or cytology) on a speci.nen 
obtained directly from the tissues affected (in- 
cluding scrapings from the mucosal surface)^ not 
from a culture. 

microscopy (histology or cytology)* culture, or 
detection of antigen in a specimen obtained 
directly from the tissues affected or a fluid 
from those tissues. 



culture. 
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dinical findings of disabling cognitive and/or 
motor dysfunction interfering with occupation or 
activities of daily living, or loss of behavioral de- 
velopmental milestones affecting a child, 
progressing over \ /seks to months, in the 
absence of a cor«current illness or condition other 
than HtV infection that could explain the findings. 
Methods to rule out such concurrent illnesses and 
conditions must ii)clude . arebrospinal fluid exam- 
ination and either brain imaging (computed lo- 
mography or magnetic resonance) or autopsy. 

HIV wasting syndrome* \ findings of profound involuntary weight loss 

I >10% of baseline body weight plus either chronic 
/ diarrhea (at least two loose stools per day for 
( » 30 days) or chronic weakness and documented 
> fever (for > 30 (iays. Intermittent >r constant) in 
I the absence of » concurrent illn&» or condition 
\ oCisr than HIV infection that could explain the 
I findings (e.g., cancer, tuberculosis, cryptosporidi- 
I osis, or other specific enteritis). 
«For HIV •nc«ph«lop«thy and HIV • .^ftirrg syndiom©, the methods of diagnosis described here 
•re not truly definitive, bu* ere tuffictently rigoro«'s for ' urveillence purposes. 



HtV encephalopathy* 
(dementia) 
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candidiasis of 
esophagus 



cytomegalovirus 
retinitis 



mycobacteriosis 

Kaposi's 
sarcoma 

lymphoid 
interstitial 
pneumonia 

Pneumocystis 
carinii 
pneumonia 



APPENDIX III 

Guidelines for Presumptive Diagnosis 
of Diseases Indicetlve of AIDS 

Presumptive Diagnostic Critana 

a. recent onset of retrosternal pain on swallowing: AND 

b. oral candidiasis diagnosed by the gross appearance of 
white patches or plaques on an erythematous base or 
by the microscopic appearance of fungal mycelial fila- 
ments in an uncultured specimen scraped from the 
oral mucosa. 

a charactersttc appearance on serial ophthalmoscopic 
examinations (e.g., discrete patches of retinal whitening 
with distinct borders, spreading in a centrifugal manner, 
following blood vessels, progressing over several months, 
frequently associated with retinal vasculitis, hemorrhage, 
and necrosis). Resolution of active disease leaves reti lal 
scarring and atrophy with retinal pigment epithelial n ot- 
tling. 

microscopy of a specimen from stool or normally sterile 
body fluids or tissue from a site other than lungs, skin, or 
cervical or hilar lymph nodes, showing acid-fast bacilli of 
a species not identified by culture. 

a characteristic gross appearance of an erythematous or 
violaceous plaque-like lesion on skin or mucous 
membrane. 

{Note: Presumptive diagnosis of Kaposi's sercoma should 
not t>e made by clinicians who have seen few esses of it.) 

bilateral reticulonodular interstitial pulmonary infiltrates 
present on chest X ray for months with no pathogen 
identified and no response to antibiotic treatment. 

a. a history of dyspnea on exertion or nonproductive 
cough of recent onset (within the past 3 monthsK AND 

b. chest X-ray evidence of diffuse bilateral interstitial infil- 
trates or gallium scan evidence of diffuse bilateral pul- 
monary disease; AND 

c. arterial blood gas analysis showing an arterial pOj of 
<70 mm Hg or a tow respiratory diffusing capacity 
(<80% of predicted values) or an increase in the 
alveolar-arterial oxygen tension gradient; AND 

d. no evidence of a bacterial pneumonia. 
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toxopltsmosis 
of the brain 



a. recant onset of a focal neurologic abnoiYnaHty consis* 
tent with intracranial disease or a reduced level of con- 



sciousness; AKO 

b. brain imaging evidence of a lesion having a mass ef- 
fect (on computed tomography or nuclear magnetic 
resonance) or the radiographic appearance of which is 
enhanced by injection of contrast medium; AND 

c. serum antibody to toxoplasmosis o» successful 
response to therapy for toxoplasmosis. 
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APPENPIX tV 



Equivalent Terms •nd InUmationai CtassHkation 
of Dis«M« (ICO) Codas for AIDS-lndicativa Lymphomas 



The following terms and codes describe lymphomas indicative of AIDS in 
patients with antibody evidence for HIV ir.feaion (Section ;\J^B of the AIDS case 
definition). Many of these terms are obsolete or eojivalent to one another 



ICD 9^M (1978) 

Codas Tarms 

200.0 Ratktilosarcoma 

lymphoma (malignant): histiocytic (diffuse) reticulum cell sarcoma: 
pleomorphic cell type or not othervMse specified 
200.2 Burlcitfs tumor or lymphoma 

malignant lymphoma, Burkrtt's type 

KD-O (Oncoloflic Htstologtc Types 1976) 
Codas Tarms 

96C0/3 Malignant tymplioma, undiffaramiatad call type 

non-Burkitt's or not othar^se specified 
SS01/3 Mafignant lymphoma^ at^m caU type 

stem call lymphoma 
9612/3 Malign ant lymphoma, immunoMaatic type 

immunoblastic sarcoma, tmmunoblastic lymphoma, or immunoblas- 

tic lymcnosarcoma 
9632/3 Malignant lymphoma^ cantroblattk type 

diffusa or not otherwnsa specified, or germinoblastic sarcoma: diffuse 

or not otharwtsa specified 
9633/3 MaSgnant lymphoma, follicular camar cel., non-clMvad 

dif^sa or not otherwise spadfied 
9640/3 Raticuloaarcoma,nototharwisaspacffiad 

malignant lymphoma, histiocytic: diffuse or not othervMss specified 

reticulum call Mrcoma, not otherwise spacifird malignant 

lymphoma, reticulum call type 
9641/3 Ratkul>tareoma« piaomorphie cad type 

malignant lymphoma, histiocytic, pleomorphic cell type reticulum cell 

sarcoma, pleomorphic cell type 
9750/3 BuffOtf s lymphoma or Burlcitfs tumor 

malignant lymphoma, undifferentiated, Burkitt's type malignant lym- 
phoma, lymphoblastic, Burkin's type 
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2af CiMtfficMipn Sytfm for Murw 

Imr /Wdtf totocy Vmi* MV) »of«ct«>n 
« CMtfran Under 1 3 YMr» of Ao« 



MomoTYANDMOinAUTYvmayworr 



Cumnt Trmtds 

a«Mlflc«tiofi Sytttm for Human lmmunod«fici«ncy Vintt 
(HIV) Inf •ction in OiHdrwi I9nd«r 1 3 Y«M c/f Ago 



MTIKKHlCnON 

UUOS). • bro0tf •pvdrum of cMctI fntrafMtttfOM hM bMn ettrlMilMJ to Miction with tht 
hMmm i mw w nodofi d wcy vtnit HV). With ttw •xctption of l^t COC flurv«i«aoc« d«fMtk)ft 
for 2) m> > l J ftitotf t<> rrt t i on>fbrotfi<rm»iif wte tfe m 

vtlopwf f or diidrtn. Clt«ifSc«tioo tyt^ 

to cM%t9onn dWc«* prmmtiom in sduft p«>»ntf tnd not tM •nt»»ly wfccjbW tom- 
fantttndcNldr«ilJ-5). 

Fhytidcnt from irwtilutioni caring for rolotivoly l«9« o« WV-tnfacttd cMtfr«n 

fport tht or*f about half of ttxr plitnf wWt tymptomatic iin— ftefd to th< mftctia^ 
fuWa thocrinno of thoCOC a m xailw i co ( l a fin i fin n for APS (R 7). 

To davalop a claaaificalion tvtlam for MW mfactioo to cha^ 
conaiJtania' eooaiata»9 of cSniciam oiqjaoaocad « tha dtogi^ 
with HIV fc»factiOo;piibMchaal'h| i li> a' «la » ia;rapiaaao tt ^ 

Padiairica, tha Counci of Staia and TarrHorfal Epitfamioloolata, tha Attociation for Matamal 
ChM Haatth and CriuM CNMrana Programa. tha National lnat»t»rtaoo Drug AboM/Alcohot 
OniQAbuaa and MantilHaaHhAdmMalralioa tha National -t^, ' Mt^mniM^ctHM 
DiMataa/Hationalln«trtMiaaofMfol*,andthaOiviaionofMa Maatth/Maahh 

Raaourcaa and jar^icat AdntWtvaiion* and COC 
OOAUAMOOMCTtVCSOFTHCCtASWnCATIONtVtTCM 

Tha tyatam waa datig-ttf prim^ P«<*c »»»i»«h purpoMt. •nckidN^g ap.damiologic 
ttudiat. dbaaM aurvaaaocc pra¥ai*tton proorama. and haalth-cara plwioioo «ha 
panal attamplad to daviac a aimpla achama that could ba aubdmdad at naadad for *ff arant 
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MIV fnftcthn ~ Contlnumt 

ocnumoN of hiv JNFfcnoM m chilomen trmm i ) 

MMVy. infection ki cMdwi it idvfitifiM by ths prit#nc# of th^ wut in biood Of 
tUMM, coiiflinMd by cuHufv or otftir toborvtocy <l0loction fncthotfi- Howsvtr. cunvnt 
tMti— indudmp oiHm— for dtli c ling Iho viru$ or its amigww art not ttandordutd and art 
not rMdVy i» a<abla. DMoction of tpocific an ti body to tha virua ta a aanai^iva and tpaafic m- 
dteator of MV infaction in adulta, tinea ttia majority of rdulta witti anl4»o<1y hava tiad cultMra 
anidanc i of Mactkm {B-Wh Similar atudiaa invoMnQ cMo/an tiava not baan raportad. Ako. 
tha praaanco of paaaivaly tranbrsrrad matamal antibody in mfartta ianita tha <i lar pi atation of a 
poaHwa antibody taat raauH in thia aga group. 1^ of ttta conaultantt baliavad tftat paaai^ 
tr ana farrad mattmal iW anttedy could aomat i ma a parMt for up to IS n>omht For this 
laaaon. two da f mi ti ona for infaction m chitdran ara n aada d otia for infanta and childran up to 
IS nxKitha of aga wtto hava baan axpotad to ttiair infacttd mothan pannatalhf. vnd anothar 
for oldar childran with parinatal infaction and for infants and childran of aN agaa acqu^ 
vinia throu^ othar maana 

bitaita and oMMran andar IS nnontha of Ofa wllti parinacal Inf actian — Infaction in in* 
fanta and chrfdran up to IS montha of aga wf>o wara axpoaad to infaclsd mothara in tha 
parfnatai panod may ba dafinad by ona or mora of tha foiowring 1) tha idsntrfication of tha 
viwa in blood or tiaauaa, 2) tha praaan c a ot WV antibody as indcaUd by a lap aa tadhf raacbva 
s c/ aanin g taat (a^ anxyma immunoa ss ay) plus a pooitrva confirniatory last (ag^ Waatam 
blotf immunofluoraacanca aaaa^^ in an infant or chid who has abnonnal immunologic laat ra* 
mitt indicating both humoral and caMar immunodafioancy Gncraaaad inwnunoglobuKn 
lavalSw dapraatad T4 (T-halpar) abaoluta caV count absoluta fymphopania. dacraasad T4/T8 
ratio) and wtx> maats tha raquiramants of ona or mora of tha subdaaaas fistad undar dau 
f'2 (dascnbad ba>ow). or 3) tha confrmsUon that a child's symptoma maat tha pravioutly 
publishad COC caaa dtfintion f or padMnc AX>S ( 2 ). 

Tha mfaction status of otharparinataWyaxpotad saropotHwa infants and childran up to IS 
months of aga wt>o lack ona of tha abova immunologic or chnical critaria is indat^minata 
Thasa infanta should ba f oKowad up for t«V.ralatad iHnass. and thay s».ould ba tastad at ragu- 

TASUE 1 . Sununary of tha dafMtlon of HIV infaction In diL'irw 

ananta antf ^ m »sw M Witr 1tmarnt»a>tft<i>Hh » »fc n «ilMaetlow 

1) V«M n Wood or tistwM 



2) MVa(tt4)o<ty 

•nd 

•wdanca of tMMh caiutor and humoral mmun* deficiency 
and 

ona or mora cattgoriM m CI«M f • 2 
or 

3) Symptoms ma>»nQ COC c«m dtfmmon for ACS 

(Mar ^Miisw wHh a artes t si tafactlon and cteMrsx with HIV Infaction acquired chrou^ otbar 
modaa af trarasMlsaloii 



or 



or 



2) 



l«V antibody 



or 



Symplomi meofemg CDC cm* daf*»mon for AlOS 
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HIV fftftcthn " Continued 

Itr intirvtit for ptiMtooM of antibody to MV Infants and childrtn who bacoma aaronagattva. 
ara wua-aittura naQitiva Cf Mood or t«aua aamplaa ara eutturad). and contmua to hava no 
dMcal or laboratory-confirmad abnormaNtiaa aaaodatad wHh HIV inf action sra unMialy to ba 
MacM. 

OMof aMWran wliti pcctaatal kifoctlan and cMMcan with HIV bifcctiaii acQMlfad 
tfifo<i#i otf>ar modaa af ti> r;m <aalaw~HiV Infaction Ir tf^oaa childran ia dafinad by ona or 
mora of tha foiowkig 1) tha tdanfHi catto n of vkua in blood or tiaauaa. 2) tho praaanca of WV 
antibody (poaitlv* acraaning laat plua con f irmatory taat) ragardlaaa of whathar immunologic 
a bnocm a iidaa or aignaor aymptoma ara p raaa nt or 3) tt<a confirm a t i on that tha chitf a aymp« 
toma maaf tha pr«yioua»y publithad COC caaa dafinition for pediatric M 

Thaaa dafinitiona apply to chidran imtor 13 yaara of aga Paraona 13 yaafiof ^ga and 
oldar ahouU ba claaa<fiad accordNig to tha aduH daaaificatton ayatam (3 ) 
CLAtSmCATIOM tVSTCM (Tibto 21 

Childran f utfiiatg tha dafinit i on of HIV inf action diacuaaad abova may ba daasiftad into ona 
of two nHituaiy 9%chmt^ c laaaa a baaad on tha pia a ai n^ or abaan ca of clmicai aigna and 
a ym p toma (Tabia 2). Oaaa Padiatdc*1 r-1) ia fuithar aubcatagoriiad on tha basia of tha 
praaanco or abaanca of immunok>9ic abnotmaMiaa, wharaaa Claaa P*2 <a aubdnndad t>y 
apacif<: diaaaaa iMttama Onca a chad haa wi^^ and aymptoma and ia tharafora claaaifiad m 
P-2.haorahaahoaldnotbaraaaa4gnadtoc)aaaP-1 if aigna and aymptoma raaolva. 

Pannataiy axpoaad infanta and childran whoaa infaction atatua ia indatamrmata ara datst- 
fiadintoclaaaP-0 

Oaaa W-O. bidotamiMa MacttaM Indudaa parinataNy axpoaad infanta and childran up 
to IS montha of aga who cannot ba cl aaa if ia d aa da f witaly infactad accordmg to tha abova 
dafinition iwt who hava antilxxfy to MV. Indicating axpoaura to a mothar who is infactad 

Ctaaa P' 1. Aaymptomatic kifactlon. Indudaa patianta who maat ona of tha abova dafim- 

TABU2.SU(mitaryofthadaaa/llt«Uofiof HtVWifactionlnclilldranundar l3vaaraofaga 

OsM P'Ol M 9t9mti^9 Infsctlcn 

OamP'i. Asyniocamaticliiftctlm 

SidKlMsA Nocm^ immufw function 
Subdtii 0 AbftofTTiSl fnwiuns function 
SvbdtM C InwTMjna function not tMttd 

Ctota P'2. tymramallc bifactlan 

SubdMsA Nonspfofic frndrngs 
SubdtMB ^oysMiw ftsuro>o»c dita w a 
SUtdMt C Lymphotd wtHfi ti aal pnaumonitit 
SubdataO Secondary mfaclious d i nMM 

CattQory D>t Spaafiad sacondsfv infscM>us dif —M t littad m th« CDC surv9iR«nca dtfmt' 
tionforMDS 

Cattgofy D»2 Hscunant ssrioua bactwW ml a c tions 
CatagoryD'd Othar apadfiad aacondary jwfscttoua diii M W 
SubdaaaE Saeondafy cancan 

CatagoryE't Spaafiad aacondary canoart Kalad in tha CDC aunrttHanca dtfimtion for 
AOS 

Cata9ory£>2 Other cancars possibly aacondary to Ht^inf action 
SubdassF Othsrd^aaawpoaalWvdua to MV Infaction 
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HfVfnfKtion - Conttwd 

Uon% for HIV infection out who have had no pr evioo* signs or symptoms that would have led 
to classrfication m Class P-2 

These children may be subclessified on the basis of .mmwoologic tMttng This testing 
should mchide quantitetive immonoplobolins. complete Wood count ¥.jth differential, and T- 
hrmphocyte subset quentitation ResuitSL of functional testmg of lymphocytes (mitogens, such 
es pokeweed) may also be ab.iormal m HIV-infected children, but it is less specific m compari- 
son with immunoglobulin levels end lymphocyte subset analysis, and it may be impractical 

StAc/w A ' Nomflimmurf fimction Includes children with no immune abnormalities 

associated wtih HIV infection 

SiAdw a ' Mnomtal fmmyn% function. Includes children with one or more of the com- 
monly observed immune abnormalities <«sociated with HIV infection, such as hypergam- 
maglobulmemia. T- helper (14) lymphopenia, decreased T-helpcr/T-suppressor (T4/T8I 
ratio, and absolute lymphopenia Other causes of these abnormalities must be excluded 
StMmt C ' Not tmtod. Includes children for whom no or incomplete (see above! im. 
munologic testing hae been done 

Om% P'Z. Sl^ptometic Infection Includes patients meeting the above dvfmitions for 
HIV MMection end having signs end symptoms of infection Other causes of these signs and 
symptomc .hoold be excluded Subclesses are defmed based on the type of signs and symp- 
toms that are presem Patients may be classified m more than one subclass 

^Litc/oss A ' Nonspodflc fmding». ti>cludes children with two or mo** unexplained non- 
specific findmgs persisting for more than 2 months, including fever, failure-to- thrive or 
weight loss of more thwi 10% of beselme. hepatomegaly, splenomegaly, generalized lym- 
phedenopathy Oymph no<fis meesunng et least 05 cm present m two or more sites, with 
bilateral lymph ncdts counting es one sit*), pa^-otitis. and d«e'ftiee (three or more loose 
sfools per day) that ts either persistent or recutftnt (defined as two or more eprsodes of di- 
armea accompavned by dehydration withm e 2 -month penod) 

Stttc/oss B ' PngrmMi¥€ nourologic ditof Inclufes children with one or more of the 
following progressive fmdmgs 1» loss of developmental milestones or Mtellectuel ability. 
2) impaired bram growth (acquired microcephaly jnd/or brain atrophy demonstrated on 
computenzed tomogrephic scan or magnetic resonance imaging scan), or 31 progressive 
symmetncel motor defiots manifested by two or more of these fmdirgs paresis, abnormal 
tone, pathologic reflexes^ auxia. or geit disturbance 

Subdou C ' Lymphoid kttontitiot pnmimonitis. Includes children with a histologicaHy 
confrmed pncumonttif charactenzed by diff»«se mterstrtial and peribronchiolar infiltration 
of lymphocytes and plasma ceNs and without identifiable pathogens, or. m the absence of 
a hif ;ologic dt^nosit. a chronic pneumonitis ^charactenzed by bdeteral reticulonodular in- 
terstitial infiltrates with or without hilar lymphadenopathy^prasent on chest X-ray for a 
penod of et leest 2 months end unresponsnre to eppropnate anttmicrobiel therepy Other 
causes of mterttrti*} infiltrates should be sxckided. such m tuberculosis. Pntumoeystts 
esnnii pneumonia, cytomegetovirus infection, or other viral or parasitic infections 
SMms D ' Soeondoiyinft>ethtiM dKsaetfM. Includes chi'-tren with e diegnosis of en in- 
fectious diseese that occurs a result of immune deficiency ceused by mf ection with HIV 
C^ttgofy D' 1 Includes patienta with secondary infectious drsease due to one of the 
specified infectious diseeses listed m the CDC surveillance def i.vtion for AIDS Pntw 
moeyst/s csnrnt pneumome. chronic cryptospondiosis. disseminated toxoplesmosis 
with onset efter 1 month of ege. extre-mtestinel strongyloidiasis, chronic isospone- 
sts. cendK^sis (esophageal, bronchial, or pulmonary), extrepulmonery cryptococco- 
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HIV Infmtion - Continued 

SIS, diss«fninsttd histoplatnnosis. noncutsnsous. sxtrspulmonary. 3r dtssemiiuted 
mycobsctsntl mftction Unyspectts othsr than Ivprss). cytomegsiovirus mftctjon 
with ons«t sfttr 1 month of ags. chrome mucocutaneous or dissamtrmtec^ :i«rpM 
Simplex virus mfsctton with onset after 1 month of age. extrapulmonary or dissem- 
inated toccidtoidomycosts. rH>cardiosis. and progressive multifocal leuko- 
encephalopathy. 

C»t0gory D'2 Includes patients with unexplained, recurrent, senous bactanal infec- 
tions (two or more within a 2'year period) mcloding mPSis. meningitis, pneumonia, 
abscess of an mlemaJ orgaa and bona/|oint infections 

C^t^gory 0-3 kKludes patients with other infectious diseases, including oral candi- 
diasis persisting for 2 months or more, two or more episodes of herpes stomatitis 
within a year, or multidermatomal or disseminated herpes zoster infectK>n 

Subc/sss £ ' S^ondsry cancan Includes children with any cancer descnoed below m 

categonesE-1 andE-2 

CBttgwy £' 1 includes patients with the diagnosis of one or more kinds of cancer 
known to be associated with HtV infection as bsted m the survaiHance definition of 
AIDS and mdicalive of e defect in cetl'inedtated immunity Kaposi's tarcoma. B*ceil 
r>on-Hodgkin's tymP^wa. or primary lymphoma of the bram 
Carepwy £'2 Includes p*ii«nts with the diagnosis of other malignancies possibly as- 
sociated with HIV infection 

St^f f ■ Oth0r d/S0&%m. Includes chiWren with other cor;^tions possiWy due to HIV 

mfu.-oi* ;iot hsted m the above subclasses, such as hepatitis, cardiopathy, nephropathy. 

hematologic disorders (anemia, thrombocytopenia). Vid dermatologic diseases 

fl^poettdtr AIDSProgftn. C9nt9f for MMtout 0ts»9*n. COC 

Editodel Note: This classification system is ba?«d on present knowledge and und«rstandtng 
of pediatric HfV mfection and may need to be revised as new information becomes available 
New diagnostic tests, particularly antigen detection lesu and H(V-specific IgM tests, may lead 
to e better definition of HtV mfection m mfents jtkJ children tnformetion from several natural 
history studies currently under way may necessitate changes m the subclasses besed on c:.r.' 
cal s<gns end symptoms 

A deftmtnre diagnosis of HIV infection tn pennatally exposed infants and children under 1 5 
months of kge cen be difficult The infection status of these HtV- seropositive infants and 
children who are esymptomatic without immune abnormal} ties canrtot be determined unless 
virus culture or other antigen-detection tests ere positive Negative virus cultures do not 
necessanly mean the chikl is not mfected. smce the sensttwity of the culture may be luw De- 
creasing antibody titers have been helpful m diagnosing other perinatal infections, such as 
toxoplaemosis ard cytomegalovmis However, the pattern of NT -entibody production m in- 
fants is not wel defined At present ch>s« follow-up of these children (Class P-0) for signs 
end symptoms mdicatnre of HIV mfection and/or pertister»^ of HIV antibody h recommended 

The parents of children with HIV mfection should be evaluated for HIV mfectioa pertict'tar- 
fy the mother. The chdd it often the first person in such fanMBet to become symptomatic 
When HfV mfection m a child is suspected, e careful history should be taken to 4Ucn possible 
nsk factors for the parent* and the child Appropriete leboretory tests. mcHidmg HtV serology, 
shoukl be offered If the mother it aeropotitrve. other children should be evaluated regardn*; 
their nsk of pennatally acquired mfection Intrafamilial transmission, other than pennatal or 
sexual. IS extremely unkkely Identification of other mfected family members attows for ap- 
profxtate medicel care and prevention of tiensmiesion to Mxual partners and future children 
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HiV InfKtion - Continued 

Th« nonspecific term AIDS-re(«;ed complex has been widelY used to deKnbe symptomet- 
ic HIV-infected chiMren who do not meet the CDC case dedmtion for AK)S This classification 
System cetegonzes tKese children more specif icalty under Class P*2 

The devek>pfnent and pub(»catK>n of this classiftcat.on system does not imply any imnr^odf 
ate change in the d«fin<t»on of pediatric AIDS used by CDC for reporting purposes {1.2) 
Changes m this definition requira approval by state and local Health departments However, 
changes in the definition for reporting cases have been proposed by CDC and are awaiting 
state and local approval 

Wntten comments are v *' They $ho*j»o b? mailed to the AIDS Program. Center 

for Infectious Diseases. Cen.. * «e Cont'^>l. Atlanta. GA 30333 

1 CDC Update acqwrtd imf^^^.^tfK;tencv SYndromt (AiOS)-United States MMWR i984 32 
688-91 

2 CDC fttviiK>n of the case dtfimtion of acquired immunodf ficitncy syndromf for national 
reporting -UrNtadStatas MM./R 1985.34 373-S 

3 COC Classification system for human T-lymphoiropic virus type ltl/lvaiph«danopathy> associated 
vin;smfactiona MMWR 1989.35 3?4.9 

4 RadfieW IW. wnoht DC. Tramont EC The Walter ftaad staging classification fc/ HTLV-M/LAV infec- 
tK)n NEnglJMad I986.::i4 l3t.2 
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§17 Education indFotttrCwt of Chikktn 
IMiettdwtthHTtV ill LAV 



MOmOHy AND MORTALITY WHKLY RTORT 



Current Trends 



Education and Fotttr Cart of Childrtn Infactad 
with Human T-Lymphotropic Virus TVpa III/ 
Lymphadanopathy-Aaaociatad Virus 



Th» information and racomma.idattons contamad ^ this documant wara davaloped and 
compitad by CDC m consultation with individuals appomtad by thtir organuations to rapratant 
tAa Confarenca of Stata and Tamtonal Eptdamtologtsts. tha Association of Stata and Tarnto- 
nal Haalth Officar*. tha National Association of County Haalth Offictrs. tha Division of Mater- 
nal and Child Haalth (Health Rasourcas artd Sarvicas Administration), tha National Association 
for Elamantary School Prmctpals. tha National Association of State School Nurta Consultants, 
tha Natiort«l Congrvaa of Farants arnl Taachars. and tha ChiWran's^id Sociaty Tha consult- 
ants also includad tha mothar of a child with acquired immunodaficiancy syndroma (AIDS), a 
lagai advisor to a stata education department, anr* "^veral p^dietnctans who are experts in the 
field of padietnc AIDS This document is made eveilebia to esstst stete end local heelth and 
educetion departments in developing gutdslmr for their perticuter situetions end iocetions 

Thesa recommendations apply to all children known to be infected with humen T-lympho- 
t -opic virus type W/lymphadanopethy'essocteted virus MTlV-ID/LM/) This includes children 
with AIDS es defined for reporting purposes (Teble 1). children who ere diegnosed by their 
physicians as heving en illness due to infection with HTLV-IU/LA)/ but who do not meet the 
cese definition, end children who are asymptomatic but heve viroloqic or serologic evidence 
of infection with HTLV- HI/LAV These recommendations do not epply to sibhngs of infected 
children unless they are also infected 
BACKGROUND 

The Seope of the Problem As of August 20. 1985. 183 of the 12.599 reported ceses of 
AIDS in the United Steles were emong children under 1 8 years of ege This number is expect* 
ed to double m the next year Children with AIDS heve been reported from 23 stetes. the Dis- 
trict of Columbte. end Puerto Rico, with 75% residing in New Vork. Cehfornia. Florida, end 
New Jersey 

The 183 AIDS patients reported to CDC represent only the most severe form of HTLV- 
lll/LAV infection, i e . those children who develop opportunistic infections or melipnenctes 
(Table 1) As in adults with HTLV-Hl/UtV infection, meny infected children mey have n>ilder ill- 
ness or may be asymptomatic 

Legal laauee Among the legel issues to be considered in forming guidelines for tho educa- 
tion and foster cere of HTLV-ill/LAV-mfected children are tha ctvi' rights aspects of public 
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MMWA nuntn 30. ItM 

HTLV m/LAV - Conunusd 

TA»IE 1. P^ovMofMl tm% d«fMllon for Mqulrtd Immuiiodoflcloficy •yntfram* UMOS) 
•urv«ill«ic«pfcMMrM 



Fof th# hmttwl purpoflM of •ptd«miolo9»c turvM««nc«. COC d«finM • c«m of p»*«t-- tc* 
qt;#*d Mnmunod«fici«Kv tyndromt (AIDS) M • chM who htt had 

1 A rtliAWv *»9ooMd tfi««m tt iMtt mod«»t«(y mdicttiv* of und^fymg c«lluUr immgno- 
d«fici«ncv. and 

7 Ho known c«um of undadymg coRular Knmunod«rici«ncv Of My oihor raducad fttiMaoca 
rapoflad to ba as sosiatad with that disaat* 

Tha disaaMt accaptad as wfficfaothf mdicativa of undartymg catMac Knmunodaf»cian«.v ara 
tha tama as thota uaad m dafmmg AIDS m aduTtt In tha abtanca of tha»a opportuntsttc di««a$at 
• hittolooicaWv confirmad diagnoM of chron»c lympho*d mtarttitial pnaunonttit will ba contKf • 
arad indtcaiiva of AIDS unlatt taft(t) for MTLV-W/UV ara oagahvt Conoandal wfactioot, a g . 
toxof)<t«moti« Of harpat timplax vini$ mfacnon m tha firat month altar bvlh or cytomagalovirut 
mfaction *n tha firti 6 months aftor btrth mutt ba axludad 

Spacific conditNm that mutt ba axdudtd m a child ar« 

1 Pnmary immunodaficiancy diaaasas-tavara combmad immunodaficiancv, OiGaorga tyn* 
droma Wiakott'Akfnch syndroma. ataiia'talangiactaM graft varsua host diaaast nau- 
tropama. nautrophil functioo abr>ormahtv aoammaglobutirtamia. or hypoo«mmagk)t<jlina' 
nMwiih rattad igM 

2 Sacondary fmrmmodaficiancy atsoctatad with tmmunoiupprattiva tharapy lymphortticu 
Itr mahgnancy. or ttarvaticn 



•chool at1tnd«nc*. tha prottctfont for handiceppod chiWrtn uodar 20 USC 1401 (it saq 
•nd 29 use 794. th« conftdonttality of a student's school racord undar ststa tews and 
und«f 20 US C 1232g. and omployM nght-to-know ststulas for publtc omployMS m som« 
ststss 

Con«ld«ntMity toMiM Tht diagnosis of AlOS or associatod tDnastes avokos much faar 
from oth«rs in contact with th« pati«nt and may •voka suspicion of hfa stylts that may not be 
acctptablo to )om« persons Parents of HTLV-M/UV-mfected children should be aware of 
the potentiai ror soctel isoletion should the ch.;d's condition become known to others in the 
care or educationel settmg School, day-care, end social servica personnel and others mvotved 
in educatmo end cermg for these chikJren should ba sensitive to the nee»1 for confidentiality 
and the right to privacy m these cases 
AS$€SSMENTOFraSK$ 

Mak Factors for Acquiring HTLV ltl/UV Infection and Tranomiaeion In adults and ado- 
lescents. HlTV-IN/LA^f is transmitted pnmanJy through sexual contact (homosexual or hetero- 
sexu ^ and through paranterel exposure to infected blood or blood products HTLV-IN/L/V 
has been isolated from Mood, semea saliva, and tears but transmission has not been docu- 
mented from saWe end tears Adults at mcraased nsk for ecqumng HTLV>W/tM/ include 
homosexual/bisexual men, intravenous drug abusers, persons trensfused with conteminated 
Wood or Wood products, and sexual contacts of parsons with HTLV-W/LM/ mfection or m 
groups et increased risk for infection 

The msfonty of infected chMren acqura the virus from their mfected mother* m the 
perinatal penod ( 1-4) In utero or intrapartum transmission ara likely, and one child reported 
from Austreka apparently acquired the virus postnatatty. possibfy from ingestion of breast 
milk (5) Children may also becon>e infected through trensfusion of Wood or bk>od products 
that contain the virus Seventy percent of the pediatnc cases iMorted to CDC occurred 
emong children whose perent had AIDS or was e member of e group at increased nsk of ec- 
qumng HTLV-m/LAV infection. 20% of the ceses occurred emong children who had received 
Wood or Wood products, end for 10%. investigations are incomplete 
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HTLV'W/LAV - Continutd 

mtk cf T^wwwltiluii in th« SchMi« OtfCan m fmtm'C^m Stttlns Nont of th« 
(dimiM CMM of HJiy-m/iM/ mhcbct% 'm th« IMHMi StatM known to havo boon trant- 
rmntd in IIm school. day-€«ro. or fotttr-caro Mtlino or throuQh other CMual parson- 
to-pinon coMwt Othor than tha aauial partnara of HTLV-M/LM^-mfnctad pauanta and m- 
faiila bom to infactad mothars, rM)na of tha f amily mambara of tha ovar 1 2.0(X> AX^ 
raportadloCOChavabaanrapoftadtohavaAlOS Six atudias of family mambara of pauants 
with HTXyi-m/lMt infaction hava faiad lo damonabata HTLV-M/UI/ tranamiaaion to aduHs 
who wara not aaxuai contacta of tha infactad patianta oc to oWar chiidran «vho wara not Maly 
at fiak from pdcinatal tranamiaaion (5- ). 

Kaaad on cwiant avtdanca» caauai paraon-to^parson contact aa would occ4ir amortg 
achodchrfdran appaara to poaa no nak. Howavar, at'idiaa of tha nak of tranamiaaion through 
contact batwaan youno^r chrfdran and naurologicaVy handtcappad ch^dran wtio lack control 
of thav body aacrabona ara vary bmrtad. Batad on aiv^nanca with otha communicabia d»c- 
■nia> a thaorat ica l potantia? for transimasion wodd tia graataat among thaaa ctNklran H 
aho«id ba amphaaoad th*l any thaoratical tranamiaaion wotikl moat hkaly mvoM axpoaura 
of opan jkin laaiona or mucoua nwmbranaa to blood and poti^ othar body fkads of m m- 
faciad paraon. 

MMia ta Hm CMM with HTLV-M/UV Infaction HTiy-MM/ mfaction may laaiilt m m- 
.TNinodaficiancy Such chiktran may hava a graatar nak of ancountanng mfactioua aganta m a 
achool or day-cara aatting than at homa. Fottar t>omaa with mutt^tla chrfdrar may alaa tn- 
craaaa tha riak. In addition, youngar chddran and nauologicaHy handicappad childran who 
may display bahaviora such aa mouthmg of toya wouU ba aipactad to ba at graatar nak ^or 
acquiring mfacbona. Immunodapraaaad chiMran ara ako at graatar nak of auffaring savara 
complicationa from auch mfactiona aa chickanpox. cytomag««ovinia, tubarcu toa ia. harpas urn' 
plax. and m^alaa. Aaaaatmant of thariah to tha ntmunodaprasiad chrid la baat mMte by tha 
chrfd*a phyaician who ia awara of tha chM'a anmuna atatua Tha nak of acqutfmg toma mfac- 
bona, auch aa chickanpOK. may ba raducad by prompt usa of spacif w anmuna globuin folk. ^ • 
ing a known axpoaura 
RCCOMMEMOATIOMS 

1 . Daciaiona ragardmg tha tyr j of aducatwnal and cara aatting for HTLV-MA/V-mfactad 
chridran ahould ba baaad on tha bahavtor. naurologic davatopmant and phyaic^ con- 
dibon of tha chiM ana tha axpactad typa of mtaracbon with othara in that aatting 
Thaaa dacisiorw ara baat mada t^>9 tha taam a^iproach mck^dKig tha chdd'a physi- 
cian, pubkc haalth paraonnaC tha chiM'a parani or guardian, and parsonnal aa a o c ia t ad 
with tha propoaad cara or aducational aatting In aach ciaa. nsks and banafiU to both 
tha mfactad chdd and to othara in tha sattmg ahould ba waighad 

2. FornK>atinfactadschool-agadchdJran.thabanaftuof anunrastnctadsattmgwouM 
outwaigh tha naka of thar acquiring poianbal^< harmful mfactiona in tha a^^tbng and 
tha rpparant nona»atant riak of tranamiaaion of HTLV-M/UM. Thasa childran shouU 
ba aiowad to attanu school and aftarachool day*caia and to ba placad m a foatar 
homainanunraatnctad aatting. 

3. For tha infactod praachool«agad chikt and for aoma naurologically handicappad chrf- 
dran who lack control of thair body aacrationa or v/ho display bahavior. auch aabitmg. 
and thoaa chddran who nava uncovarabla. oomi Usions. a mora raatnctad anviron- 
mantiaadviaabla until mora iaknrwnabomtranaiTMaionmthaaa satting^t. Ch4dran m- 
factad with HTLV-M/UH/ ahould ba carad for ancf aducatad m aattmga <Jiat mmmnaa 
axpoaura of othar chiMran to blood or body fkuds 
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HTLV'ttt/LAV - Continued 

4 C«r« mvolvmo •xposur* to th« mftcttd child's body flutd* aod •xestntw such as 
fMdmg and dt*ptr chanQma should b* p^rformad by ptrsons who ara aware of tha 
child's HTLV-M/UI/ mfaction and tha modas of possibta uansimssion In any sattrng 
invotvmo an HTLV-M/UM-infactad parson, Qood handwashing attar aiposura to 
Mood and body fluids aitd bafora canng for anothar child should ba obsarvad. and 
glovas should ba worn if opan lasions ara prasant on tha caratafcar's hands Any opan 
tasions on tha inf actad parson should also ba covarad 

5 Bacausa othar olfactions m addition to HTLV-M/UV can ba prcsant m blood or body 
fluids, an schools and day-cara faolrtias, rcgardlass of whathar childran with HTLV-IH/ 
LMi mfaction ara attandmg, should adopt routma procaduras for h« '4ing blood or 
body fluids Soilad surfacas should ba promptly cleanad with dc'^fc ."^ts. such as 
housahoU blaach (dikitad 1 pan blaach to 10 pans watar) Oispoiabla towals or 
tissuas should ba usad whanavar possibia* and niops should ba rmsad i«> tha dismf act* 
ant Thosa who ara daanmg should avoid axposura of opan skm lasKM.s or mucous 
mambranas to tha Wood or body fluids 

6 Tha hygiamc practicas of childran with HTLV-M/UV mfaction nuy mnprovt as tha 
child maturas Altamativaly. tha hygianic practicas may datanorata if tha child's con* 
dition worsans Evaluation to assass tha naad for a rastnctad •nvKonmant should ba 
part ormad ragutorty 

7 Physicians canng for childran bom to mothars with AIDS or at inaaasod risk of ac- 
quiring HTLV-M/UI^ mfaction should consider ustmg tha chOdran for evidence of 
HTLV-M/LA/ mfaction for medical reasons For example, vaccination of mfected 
children with bva virus vaccinas, such as the meesles- mumps-rubella vaccme (MMR). 
may ba hazardous These children also need to be followed closely for problems with 
growth and development and given prompt and aggressive therapy for infections end 
exposure to potentially lethal mfections. such as vancelta lo ♦he event thet en entivtral 
agent or other therapy for HTtV-M/t>V mfection becomes aveOable. these children 
should ba considered for such therapy Knowledge that a child is mfected wifl allow 
paranu and other caretakers to take precautions when exposed to the blood and 
body fluids of th^ child 

8 Mi" Mn and foster-care agencies should consider adding HTLV-M/LA/ screening to 
tr.«fc /outine medical evaluations of children at increased nsk of infection before place- 
ment m th« foster or adoptive horn*, smce these parents must nnake deoaiofls regard- 
ing the medical care of the chrid and must consider the possible social and psycholog- 
ical affects on their farmlies. 

9 Mandatory screening as a condition for school entry is not warranted bassd on availa* 
bledau. 

10 Persons involved m the care and education of HTLV-M/LAZ-mf acted chiKren shoukJ 
respect the child's nght to pnvacy, mcKiding mamtammg confidential records The 
number of personnel who are twara of the chATs condition should be kept at a mini- 
mum needed to assure proper care of tha chrid and to detect situations where the 
potential for uanamission nuy mcraasa (e g . Meadmg mfury) 

11 AN educational and public heelth departments, regardless of whether HTLV-M/ 
LAfeZ-mfected children ara mvoh^, are strongly encouraged to inform parents, chil- 
dran. and educators regarding HTtV-M/UI^ and its transmissMn Such education 
would greatly assist efforts to provide tha best care and education for mfected children 
while minimizing t nek of tranamisaion to others. 
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1 Scott GB Buck B£. Ltt«rm*n JC Btoem FL Parlis WP AcqwM»d immunoUcK»encv »yndrQfn« m «) 
ftnts NEnoiJMMll984 310 76-Sl 

2 ThomMPA^JafftHW. SpwtTJ. R«iSf R Gu«rr*rolC Autrb*chO Uncipi^oMtf immunodttic>«Kv 
M cMdrtn A turvwtonct rtpo«i JAMA 1 994.252 639-44 

3 n4jl>inst«in A. SicUick M Gupu A ti ai Aa^uwad wnmunoaafwi^ncv w«th (cvcrscj T4 T8 ratios m 
infants bom to promiscuous and d/ug'add«tadnH)ift«r* JAMA 1983 249 2350 6 

4 OlasM J. M n wafor A. Coopaf n Jr. at al Invnuna dafwiafKv syndrom* m chidran JAMA 1 983 
249 234S.9 

5 ZiaQtar JB. Coopar OA Johnson RO GokJ J Postnatal uansmission of AIDS as$ociaiad fatrovKus 
f rom mot har lo mftnt tancat 1985.i8I>6-8 

6 COC Ur^Hibhahaddau 

7 Kaplan jiE. Otaaiia JM. GatchaM JP. at a* ^» danca agamsi uansmission of HTIV-M. LA/ m famihas 
of cMdrmvMthADS Padiatnc Infactioua Disaaaa &n prass) 

8 Lawm £8. Z»A R Ayod^ A CommunicaMitv of AIDS m a fostar cara sattmg inicrnatonal Coniar- 
anca on Ac uiirad Immunodaf iciancv Syndrom* (AIDS). Atlanta Gaorgia. Aprrf 1 98 S 

9 Tftomaa PA LubMi K. Enlow RW. GatchaM J Comparison of HTLV-tn swofogy. T-c«tt lavate and 
gan-Yal haaiA autus of cDildran wtiosa motttars hav* AIDS with chitd/an of haaithy mnai cHy 
mothars m Now Yorli Iniamational Confaranc* on Acqmrad ImmMnodcfiCiafKy Syndioma lAJOS). 
Atlamt. GaorQia^ Apnl 1 985 

1 0 FiscM M. « DickNison Gl Scott G Kkm»t N. Flatchar M. Parks W Evaluation of tu>u«ahokS contacts 
of adult paltania with th i acqu^ad immunodaficiarKy Syndroma International Confaranca on Ac- 
qmrad Immunodaficiancy Syndroma (AX)S). Atlanta. Gaorgta Apnl 1985 

1 1 Friadland GH. Samman BR. Rogars Mf . at al Lack of hovsahokJ transmission of HTLV-H mf action 
ElS Confaranca. Atlanu. Georgia. Ap^il 1 985 
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MORMXTY AND MORTAUTY W»ay RTOirr 



Current Trends 

ftocommsndations for Afftisting in th« Pr«v«ntion 
of RtHnstal T^ansmiMion of Human T-Lymphotrci>ic Virus 
Typo Ili/Lymphodonopatliy-Aft^ociatod Vitus 
and Acquirod Immunodoficiancy Syndromo 

The mformatton snd r«comm«nd«lions in ttiis document ar« mtvndMl to MStst h«a>th-c«f« 
provtd*rt ^nd ttatt and locat h««lth (ltp«rtfn«ntt m dtv«loping proctdurM ti^ pr«v*nt p«rin«t«l 
trantmtstion of hum«n T 'hrniphotropic virus type M/)yfnph«d«nop«thy-attoci«t«d vtcus 
(HTLV-dt/LAV). the virus that causes acquired immunodef iciencv syndrome (AIDS) 

This documcitt coniams racommendetions for provvfmg counselling end. when mdicated. 
testing for antibody to HTLV -HI/LAV for women who are at mcreesed nsk of ac<)utrir>g the virus 
and who 9re tithar pregnant or may become pragnani It it imporiant that these women know 
they are at risk, as weH es know and understand their HTLV-M/UV -antibody status, so they 
can make informed decisions to help prevent P«nnatelfy acquired HTLV-M/UI/ 

Through couriselkfig. uninfected women can leern how to avoid oecomirtg infected, and in* 
f acted women can choose to delay pregrtancy until more is known about permatal :ransnvss*on 
of the virus If already pregnant, infected women can be provided information for managing the 
pregnartcy and cermg for the child 

Currently evailaWe data mdicaie that most pediatric HTLV-M/Uk/ infections end AIDS are 
ecqwred permatalfy from infected women, but edditiottel studies ere needed to better quentify 
the risk of trarrsmiesion from en infected prM^tent women to the fetus or rtewbom 

The recommartdations betow pertam to women However, men who are HTLV-ai/LAV- 
entibody positive should alto be counselled regerdmg the nsks of sexual er«d pennetal uarts- 
mission, so they can refer for counseMmg and testing their sei partners who may t>e pregnent 
or considering pregnency 

•ACKOROUND 

Ndletric AIDS Ceeee due to Nrinatal TrenenoleaUm As of December 1. 1985. 21 7 
(1 4 of the 1 5.1 72 AIDS cases reported to CDC occurred emong children under 1 3 years of 
age Suty percent of these children are known to have died These 217 cases represent only 
the more severe mamfesutions of HTLV-M/LA^ infection Lass severe manifestations, often 
described es AlDS-reUted complex (ARC), ere not reported to CDC. so the mtfnber of chMren 
with chmcaHy significant illness attributable to HTLV-M/UO/ mfection is greater than the 
reported cases of pediatric AIDS In addition, a number of infected chMren are probably 
asymptomatic 
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HTL V'lll/LAV - Connnu0d 

Of ttia 217 rftport«d pAdatric AIDS patents. 165 (76M h«v« •* thm only known nsfc 
factor • mothm b«k>ogiOQ to « group with mcrMMd pr«v«lenc« of HTLV-M/LM/ mioction An 
•dtfttional 18% of th« p«di«Uic cams f attnbuUMt to trtntlusions of blood or blood prod* 
uct». wfMlo ntk factor information i$ mtssmo or mcomploto on tho nmmtng ft\ Of tho 21 7 
ctuldran with AOS. 48% had mothcri who w«r« muovonous W) drug tbuMn. 1 7% had 
mothars who war* bom m Haiti, and 1(K had mothara who war* mx partnart of orthar IV 
drug abMaofS or bisoxual man 

Of tho pi^tzjnts with pann»t«llv acqmrad AIDS. 4S% roaidad tn Naw Yort Crty. wh4o Flonda 
and Naw Jortcy accountad for «n additional 32% 

liacM w iam a of HhnM TrMsmiMlflii It is bal«vad th«t HTLV-M/LA/ it tirmmitMd 
from mfoctad woman to thair lotum or offspnng dunnQ praonancy. durmg ittM and doWary. 
orparha^ahonty aflarbinh Trantmtsxon of tha wmdunng pragnancy or labor and dalivarv 
IS damonatratad by two raportod AIDS casas occumng tn chrfdran who had no contact with 
thoir Mfactod mothors af tar birUi Ona was d«lfvorad by Coaaraan aaction ( /. 2) 

Trantmttsion of tha virus aftar birth h«s baon implcatad m ona caao of HTLV-M/lAV mfac- 
tion tn a chrfd t>om to a mothar raportod to h«va acQMtrad tho mlaction from a postpartum 
blood tra fusion Smca sha braattfed tha chM for 6 waaks. tha authors sugoastad breasf 
faadmg as tha possibia moda of transmission {3\ Rocontly. HTLV-M/Ull/ has baan rsolaiad 
from thobraast mA of nfaciad women 14 ) 

m§k of HtimmM Trafiamtoalon from Moctad ftAolhara Tha rata of pannatal transm «- 
sion of HTLV*M/LM/ from nfaclad pregnant woman is unlinown. howavar. avattabla daf. Mg> 
gast a high rata In ona study of 20 nfants bom to nfoctad mothars who had alra^^ daliv. 
arad ona tfifant with AIDS. 13 (6S\) had sarologic and/or cWncal avidanca of tp ^ction with 
HJiy-WLMf savaral months aftar birth (5.6) Smca thasa wonoan wara salactr j on tha basis 
of havmg praviously transrmtlad HTLV-W/UI/ pannataMy. thtt study may r^arastimata tha 
avaraga riafc of transmission lor aH mf actad pragnant woman 

Pannatal transmission from an nfaclad mothar to bar nawbom is no^ mavitabla Of thraa 
cMikmi t>o€n to woman who bacama nfactad with HTLV-M/UV by artificial msammation 
from an niactao doooc all wara m good haalth and nagattva for antibo-.y to tha virus mora than 
1 yaar aftar birth (7) Anothar child, born to a woman who was akaadypragnant at tha lima of 
AIDS diagnosis and was damonstratad to ba viramic. was sarortag; tiva. cuHtva »ga^va. and 
haalthy at birth and at 4 months of aga fdl In a ratrospactiva study avalualmg nvta childran 
undar S yaars of ago whosa mothars wara latar diagnosad with AIDS, two <22M had t ntibody 
to HTLV-M/Uft/ (9) Tha nf action status of thasa woman dunng pragnancy was unknown 

In thasa studias. tha rata of transmission rangad from 0\ (0/3) to 6S*v (13/20) Acdrtional 
studias ara naadad to battar daf ma tha rata of transmission and variaUas associatad with it 

Male af Maaaa among btfactad Pragnant Woman Pragnancy is associatad with suppras- 
sion of caM-madtatad immunity and mcraasad suscaptibility to soma ^factions i10\ Tha T- 
halpar to T-supprassor ratio is dacraasad durmg normal pragnancy. bt«ng lowast tn tha third 
tnmasiar. ar)d ratums to normal appro ximataly 3 months postpartum HO) It is not known 
whath^ pragnancy mcraasas an mfactad woman's risk of davaloping AIDS or ARC. but ona 
study siiggMtt it doas (6) f iftaan mf actad woman who wara wai at uma of dalivary wara fol- 
lowad an avaraga of 30 months aftar tha births of thair childran Fiva (33V1 svbs«qjantly da- 
valopad AIDS, savan (47'U davalopad AJOS-ralatad condt!ions. and only thraa <20M ramainad 
asymptomatic Thasa rasulis may not apply to aU mfactad pragnant woman but thay do sug- 
gast an vKraaiad iikatthood of davelopmg disaasa whan an HTIV-M/LAI/ mfaction occurs m 
association with pragnancy 
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^.i^imKm ol MTLVUVUlf feif»etlM CounMi^tg «id tntrng for .nlAxMlv «o MTLVH/ 
wh«owKJ««i»dMOr#d«c«ptfm#t«ltf»ntmi»«iooof AOSw#btiTO^ 
ttiwfwof womwiwrthinatMtdpftvalwicoolth^wwutaabtoll ThtMMdudt womwiwlio 
h.v« u»«d drugs «utv«ooosly lor noiim#Ac«l piept^ 

whiff hei«fo««u.i tr«wwoi It ifH>uoM to pl.y • maiof cote C / ^ 171; 

m pfMirtotion. and wom«i who ar* or h«v« bMn m« ptrlntn of m«i wtH> abuM IV 
dfuQs. ft bt-rul h«i>« h^manhA, >™ — rrf-frt hmrrmmm IrtnomiwiQM 
isthowohttoplov«fntfOrroltU;.r7l,orhMtvi0tnc«ofHnv.WL^ 

Tho prtvtttnct of trHOody to HTtV-aO^y » US. poptililic ft t Of imn ond uromon wiQt> 
from iMt than 001% m ftmtit blood dOfiort to M Mfh m 74% in mwi «v«h h«nopNlt 
I/J./5I Amoo9 httofcjtwitl IV dniQ abutfn ttw pr«v«ltiico of HTLV-WM/ infoction 
rtnotslrom2%toS»MnvanoutooograptiictrtM(r#,r7l Swoprovtltmomonglhohtto. 
rot«suol ptrtrm of ptrtont at mcfMMd ritk for Al)$ viriM Iram 1 0% « 
Mymplomttc. ••ropotanrt hfi>oph«o prtii*<5 to 71% ill itio ftmtit pfln»tof 
AlOSorARClM.20) Among protMutot. Itio mLV4MJII^ «ilibody prtvaltnn 
5 ^ to 4av, dtp«»dpofl on gtogrtphc af»a. wilh moti of iho^*»om«i wHh pot^ 
-ig historitt of IV drug tbuit K2l \ Among fwntit Uood donor* in Alltnto. Gtorgit. who 

TAILC 1. Pvtvaionco of HTLV-Ut/UV tntibodv In KtttroooxiMl ptpuloriont - UMttd 
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HTL V ////LA V - Continued 

deo*«d belonging to htgh-risk groups. 0 01". had r«p««t«dly r««ctrv« •nzyme-t»nk«d tmmuno- 
MftMnt MMVS (CLISAs) f o»ow*d by r«active Wetttm blot ttsts f 15 ) 

ConuvMfCiaMy av»Ubto tests to dettct antibotfy to HTLV-W-L/lk/ art ELISAs usmg antigens 
darivad from whola diSfuptad HTO'-W'Uk/ Whan tha EUSA is raactiva on mitiat testing, it is 
standard procadura to rapaat tha test on tha sama spaciman Rapaatadly reactive tests ara 
highfy sensittva and spaoftc for antibody to HTLV-M/LM/ Howavar. whan the EUSA ts used 
to screen populations m which tha pravalanca of mfection is very low (such as blood dortors 
Of woorten r¥>t m htgh-nsfc groups), the proportion of repa'^tadly reactive resuHs that are falsely 
positive wiM be highar For that reason, an additionet test, such a Western blot, is recom- 
mended toMowmg repeatedly raective ELtSA results. A^peciaVy in low -prevalence populations 
In popuiatior>s with high prevalence of mfection leg honw>sexuat men or IV drug abusers), 
most repeatedly reactive EUSAs are raactiva by Wtatam blot or another test For example, 
among 109 IV drug abusers whose sera were repeatadhr reactive by EUSA. over SS"* were 
reactive by Western blot {22) In contrast, m a low- prevalence population of 69 female blood 
donors whose sere were repeatedly reactive by EUSA. only S'v were reactive by Western blot 
1/5) 

Due to the seriousness of the impl^ations of HTLV'M LA/'antibody reactivity, it ts recom- 
mended that repeatedly reactnre ELtSAs be foflowed by an additional test, such as the West- 
em blot Women with sera repeatadiv reactive by ELtSA ard reactive by Western blot should 
have a thorough medical evaluation HTLV-W/L/IV has been isolated from a sing'« specimen 
«i 67V95'v of persons with specific antibody (23.24) Because mfection has been 
damoostratad m asymptomatic par sorts, the presence of specific antibody t^ould be consKl* 
erad prasumptnfe avidenca of currant mfection and mfactiousness 

nccoMMaiOATioia 

Women WffM 9hmM b« Off arad CoMnaaMng and Tasting Covnseftmg servmt •na test- 
mg for enttbodf to HTLV-IK/IA¥ shoutt be offered to pregnent women end women who /nay 
become pregnent in the fottowmg groups (1) ttwse who have evidenca of HTLV-M LfiU infec- 
tion. (2) thosa who have used drugs mty«vanously for rwnmadical purposes. (3) those who 
were bom tn countries where heterosexual transmission *s thought to play a maiof role 
(ft. t2). (4) those who have artgaged m prostitution. (5) thosa who are or have tieen sex 
partnarsof IV drug abusers, brsexual man, man with hamoph4ia. men who were bom tn coun- 
tries where heterotaxual transmission is thought to ofay a mafor role {11.l2).ot man who 
otherwise have evidence of HTLV-M/UI/ mfection H data become available to show that 
HTLV-M/UV-antibodv prevalence is mcraasod m other groups or settings. couftseNmg and 
testing programs should be extended to mckide them Routine coui>seiling and testmg of 
women who era not mckidad m the above-mentioned groups is not recommended due to low 
prevalence ot mfection and concern about mierpratation of test results m a tow-prevalence 
population However if a woman requests tt, the service should be provided m accordance 
with these recommendations 

Sattinga for Otfatinf CounaaWMg and Taatlag CounsaNmg and testing for entibody to 
HTLV-M/UV to prevent permatal transmission la recommended m the sattmg of any medical 
service m wt>ich women at mcraasad nsk are commorWy eiKountered These mclude services 
for treating IV drug abuse (i e . detoxification and methadone mamtananca}. comprehansive 
hemophAa treatment centers. seiueNy trartamittad disease clmics. and dimes that serve 
female prostitutes In addition, services related to reproduction, such as family planning and 
mfanrfity aarvices. gynecologic, premarital, or praconcnptual examinations and prenaul and 



ERIC 




Ill 



HTL V tU/LAV - Conunu0d 

obtMlnc fnnc%% »nouS(] alto cwm&m of ftnoQ couftf^ftng and ttttmo if fMB^-ntk wom«n 9f 
SMO at thM« facAtm Ttating for anubody to HTLV-MOJi/ should ba parfoonad wtth tha 
woman's consaot aftar c oun i aimg is providad ragardMHi nak factors for mfaclion. tha Mitar- 
pratabon of tast raswits. tha nslis of transrmasioa and tha poss4>la mcraasad UiaMH)od of dis- 
aasa acnong woman mfactad with HTLV4VUI/ in aaaociation with prayiancy Tha counsaf- 
Img and 'astmp must ba conductad m an anv^onma nt in which co nf i dantiaMy can baasaurad 
In satttftgs whara confidantial coun s a M mg and tast«)g cannot f assurad. information should 
ba providad and raf arrals mada to appropnata faaliliat 

FraqMancy •! Taattof Oatactabia antibodias to HTLV-M/L/V may not davalop until 2-4 
months afiar axposura This, and whathar tha woman is conu'.uously avposad. should ba 
takan mto account whan considannQ tha naad for. and fraquancy of. rapaat tastmQ High-nsk 
women should ba offarad coun i iiai g and lastmg bafora thay bacoma praonant OunoQ 
pregnancy. counsalmQ and tastmo should ba offarad as soon as tha womm ts known to ba 
pregnant If the mHial tast is nagativa. rapaat tastmg may ba mdcatad near dalivary to aid m 
the clmical managamant of tha pragnacit woman and newborn If this final test ts nagativa and 
tha mother's nsk of anposura no tongar a»sts. she may safoly considar braastfaadvig tha 
chM. and managamant of the child naad not includa the same concerns that would be ap- 
propriate if the woman had had a positiva test or if she ware at high nsk and had not been 
tested at an 

CoimsaWng Weman with MtJva HaaiiHa Wfoman with vvologic or sarolog« evidence 
of HTLV'M'UM Mfection should be counseled regarding thav own nsk of ACS and the nsk of 
permaui 9trS saiual transmission of HTLV-M/UT/ Infected won»en should be counieled to 
refer their sei partners for counseKng and testing H the partners of these woman are not mi- 
f acted, both members of the couple should be counseled on ff>ow they may modify their sexual 
practices to reduce the nsk of HTIV-M/UV trammtss^n to tha lawf acted partnar Inadditioa 
the couple should be toM not to donate Wood, organa. or sperm and should be discouraged 
from u«ng IV drugs and advised against sharing ntsdla i and syringes When seeking medical 
or dental care for Miarcurrant linass. Utay sdould inform thosa responsible for their care of 
the« positive ent4K>dy sUtus so appropriate evakiation can t»a undartakan nacommendations 
for providing Af ormation and advica to individuals mfactad with HTtV-M/LM/ have been pub- 
lished (25) 

k)f ecttd women should l>e advised to consider deli^wg pregnancy until ntora is known 
about perinatal transmission of the virus Pragnsnt infected women may raquira additional 
medical and social su|>pon services <>ue to an anhenced nsk of opportunistic mfectiorts and 
psychosocial diff icuHias durmg and after pregnancy Olwtetnc-cara providers should be alert 
to signs and symptoms of HlV^-WlMi and ralalad opportuni s tic infections •» these pregnant 
woman and to tha need for speciakfadmedcalcare 

HTLV'M/LM/'tf)fectad woman should be advised against braastfaadmg to avoid postnatal 
transmission to a ch4d who may not yet l»e mfectad Tha child should raceive foKow-up 
pediatric evaluations to determine whether he/she has HTLV«I1/UI/ infection, and to diag- 
nose aix) treat promptly any diseases tttat may l»e secondary to HTLV-M/LM/ mfection 
RecommendatKms for educating and providing foster care for irrfected chMren have been 
published (25) 

Counselling Wbmen with Negative Teat MasutU A negative £LISA for HMyMnjy en- 
tibody m women who have no cknical or laboratory evidence of HTLV-M/LAV mf action is evi- 
dence that I hey have probably fwt been mfected However, wwfected women wtto have sex 
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HTL V'lU/LAV - Continued 

pmntn wHh cvidMc* of HTlV-M/LAf inftcbon or with an mcrMMtf n»k of bocommg mftct- 
•d should IM informad that Mxuil intorcowrM iiicrMMt thair n$k of inftclion ThOM woman 
iftould bo mformod of iho ntks ottociatod wtth pragnanev H thay bacoma mfactad and ad* 
vnad lo contidf dalayin c praQnancy until mora la hnown about pannataHranawiitawt of tha 
msoriMthayarafiolonoarconaidaradtobaatriakforacquinngthavirua In addition to 
pravantinQ p raQoan c y . iha cona«tant ard orepar uaa of c o ndo ma can offar soma protaction 
aoainat HlV/WlMf infaeiMm 

High*nek womaa avan if aaronaoativa. should ba told not to donata blood or oroans To 
dacfaasa thstf nsfc of bacommg mfactad. IV drug abusars should ba ancoufagad to saak traat* 
mam for thaw drug abusa NrSons counsaimg IV drug abuaars should know that IV drug 
abusa is oftsn stronghf «»grainad and compulsiva Oaspila aducational afforts and ancouraga- 
f3«ant for traatmant. soma add^ts w« contwiua to abusa drugs or ralapsa aftar iraatmani if 
drug sbusa conljnuas. thay should ba advisad not to shara naadlas or synngas and to usa only 
slania aQuipmant 
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HTLVf/t/LAV - Conttnu9d 

Additional C mui U nMaim ThtMr«convnMKt«ttoMMiib«r«vis«iMi(U4oMlinf^ 
lion btcomt «v«tofate It is r«cognii»d th«t provtMm of r»confwntnd«l profMsional coun- 
selling. HTlV-M/UV antibodv t«sUig and Msociatad spooslKod' modvai sctvicm uka 
ttrna to ttnpltntit and may stress ava4abla rasourcas. particularty in pubtc faoHias, which 
f most graatly af factad Haaith-caf a fvovidars. soctal aarvca parsonnal. and othars mvolvad 
M aducatino and carmg for HTLV-lll/UII/-infactad parsona iIhmAI ba awara of ^tha potanttal 
fof social isolaiion and sAodd ba sansitfva to tha naad lor confidantiaMy Thay ilhouldba fa- 
mAft with fadacal and auta laws, ragulations. and poiciat that prolact tha conhd^nciality of 
ckmcal (tola and tast rasulu Each mtitution should aaaura that apacrfic machaniims ara m 
pUca to protact tha conf idaniiality of all racorda and to pravant tha m«uaa of aiformation 
Anonymous tastmg would not ba appropriata if it pravants adaquata couniaiig and madical 
foHow'Up avaluation 

Hospital pracautjons for tntnt^tnQ mfactad woman and infants should ba pattamad aftar 
thosa for caring for patiants with HTLV-tt/UV mfaction {27,29) Additional racommanda- 
tions will follow 

OCVEiOTMCliT OF THESE NECOMMEMO/UIONS 

Tha information and racommandations contaviad m this documant wara davalopad and 
compnadbyCOCandthaUS PublicKaalthSarvicain consultation with individuals raprasant. 
tog tha Confaranca of Siata and Tarritortal Cpidamiolog«u. tha Association of Suia and Tar- 
ritooal Haalth Officials, tha Ammnctn PuMc HaaHti Association, tha Umtad Siatas Confaranca 
of Local HaaHh Of fears, tha Amarican Madical Association, tha Amancan Coiaga of Obstatn- 
cians and Gynacologasts. tha Amancan Acadamy off fadtftncs, tha Plannad fManihood f adar- 
aiion of Amancat. tha Amarican Vanaraal Diaaaa* Aaaociation. ttia Otviaion of Matamal and 
Child Haalth of tha Haalth Rasourcas and SarvtcM Admimairation. tha Natiocit inatituta on 
Drug Abusa of tha Alcohol Drug Atouaa. and Manlal HaaHh AdrnmacrationL tha National 
Hamophilia Foundaiton. tha Ha4tMn Madic a l Asaooanoa tha Amancan tar Foundation, and 
tha Kannady Instituta of Ethics at Gaorgatown Umvaraily. Tha conauManu also indudad rapra- 
saniairvas of tha dapanmants of haalth of tha araas wrth tha largast numbar of pannaiaMy 
transmittad padiatnc AOS casas Naw Yofti City. Florida, and Naw Jaraay Thaaa racomman- 
dations may not rallact tha viaws of al mdmdual cooadiania or lha organoations thay 
raprasaniad 

1 UpOMM M. Mctiaud J. Hkovtc O. ChM«t»«M JP. Oupuy JM Trinsplacanlal iranuMsston of HTLV-M 
vtfuft a«tiariNEnolJM«ll9tS.3l2 S 

2 Cowan MJ Haamwrn O. Chudwm O. Wara OW. Chang MS. Aiwnann AJ fttotamal uwumtnon of 
acqutfadMiMiiunadafiCjancysyndfOffla ^ttfiatncs 19S4.73 3t3*3 

3 2iaglar Jt. Coopar OA. Johnson AO. Gold J PosMaM transiiMaion of ADS-aMooalad rtuovinis 
(rommoiharlOAfani Uncat l9tS.it96'7 

4 Thiry L. Sprachw-GoldtNrQar S Jonahaar T. at al iMlatnn of AIDS wws from cai-fraa braatl 
m* of tttraa haalthy vinit camart futtarl Uncal 1 M5.« 99 1 -2 

& Scoti G$. FiscM MA. Kkmi H. at al Mottiart of mfaau with tha acqwrad MnmunodaliciaAcy tyn- 
droma outcoma of subtaquani pragnanciaa Atlanta. Gaorgia bMamanonal confaranca on acQuirad 
imniunodafciancytyndroflMLApni14'17. IMS 

6 Scoti Gt. FiscN MA. KWi^at N alal Mothart of mfanu with tha ac^mrad «nmunodaltc<ancy tyn- 
droma avidanca tor both tympiomaitc and atymptomatc camars JAMA 1M6.263 3C3'A 

7 Siawan GJ. Tyfar Jff . Cunmnghain AL. at al TranaflMUon of human T-lymphotropic virut typa M 
(HTLV-W) virus by artificial Msammation by donor LancatlMft.iiMl-4 

8 COC UnpuHishaddata 

9 Thomas PA Ivtm K Cnlow RW. Gatchal J Con^ianaon of HTLV-M sarology^ T-cal lavait. and 
ganaral haalth tulua of childran whota mothars hava AIDS witti chMran of JiaaMty mnar city 
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moihcis m Ntfw Yoiii AlUni* C«Of9>« intwMtional CO«(«f»ne« Oft »CQwea .mm^*noo^■f.^.^fn^ , 
syndiomt April U- 1 7. I98S 

10 VVein6«r0 £0 Pf«9naACv«M$ocat*d 6*pf%MOt\ ol C«t-m«dai«d •mmon.ty Rcy ini O.i ii>tf4 b 
814 31 

1 1 WHO Acqutffd immun* 0f U»*nev syrtdiom* (AOS! ftopon on th« siIm4<*0'> f wroPr oi J i 
0«c«mb«f 1984 WcthhrEpKlMn»olOflM:«lftocord 198S.60 8S-92 

12 Cisiio KC f.uN MA l«nd«siiun SM. •! •! lUk I»ct0rt lor AlOS •moog H4.i.««i^ .» ».«. un.irj 
Suies Aiunu GMf0i« InMmMml conftrwtM o« acquirtd »mmuoodtlic»«ftc» j*fxjio«ntf a^u 
14 17 198S 

13 J»>on J McOoug*! J5 Molm«« RC •! •! human T-lymphoWopic ftuoviros Ijrpt «i ijfmpr«oenop 
•lhyM«oc>«i«d wtts tnubody MftooatHXi wMh htmoph^c* immunt »i«ius 4n<j biood co«npo 
n«ntus«g« JAMA 198S. 253 3409 15 

14 G|«rMt Gf McGr«dv a Counft R8 •( •! lvmp»»«d«AOpMtiv«SMCi«ud virus «ni.t>ud»es 4c><j I cetis 
m r>«mop»Mli«c» ifMMd with cryoprtcipa*!* or conc4n«r«M llood 1 985.66 718-20 

15 COC \M^JtMh^CM 

16 Spu* T J £>•» JariM DC. Boko* D M al HTlV-« .#1/ aoi*o*«» m muavtrwus o^w« 4t)Mj«s com 
par«fton of hMv 4nd hioh ntk •raat for AOS Attanu. GMrpia Iniamational conference oi 4cqu.icu 
immorKK»at<*ancv syndromt Apr4 14-17 1 985 

17 w«r»ft SH GMUburg HM Gootfan JJ ai at Artli tor HTlV-« aipo$ura and AiOS ^morxj p<r«n»*»*» 
drug «l>wM<» Ki Naw Jarsay Atlanu. CaofQt* Intamabonal conlaranca on acquned rfr.mwrx>Oeii 
Clancy .-yndroma Apnl 14-17. 1985 

18 Kratst JK KMclian IW. pnnc« H£. Xas«iar CK, CtMs M AnMwdy to t»um«n T i»mpr.oi».>p.c 
lypa W m wivaa ot hamopHiiaca avidmca tor ha<a>oa<iuii uananM«ion Ann initfn mcj t'jBt. 
102 623 6 

19 Radliaid fW. Maifcham PO. SaUhuddM SZ, at ai FfaqtMM uantmiuion ot htlv-iu «monv )po^»e> 
otpaMnu«»ltiAJOS-««toladcoinptai and AOS JAMA 1985.253 1571-3 

20 Harn* CA. Cabradrito CO. flobwi Guroft M. at al MTtV.« IM mfacbon and AiOS ^ hei«ove. «i 
partnars ot AJOS paMnia MMmapoto MmaoU TwaMy-fitih mlaracianca cunfticnct on «n.. 
microbi4l aoonu and cJtamoihoiaM. Sapiombar 2 8-Oclobor 2. 1985 

21 CDC tiatarosasuK uamimaaion ot tu^nan T-lympholrapic typa w lymphadenopalhr 
ataocaiad wwua MMWR 1985.34 S61 -3 

22 COC UfvtAi«ltadda«a. 

23 Faormo PM. Jaff« HW. fMmor C. at al TranMmiOft- f O CiM ad acqund irr,i>unodcl.c.ti>cv Syn 
droina avidanca tor pan«Mnt «il4ciion m Mood doMn NEngI JMad 1985 312 I2d3 6 

24 Jatta HW faonno PM. Oarrow WW. ai al nmlaM mlacMon •nlh tmman T.ivmpnoirop*c *ifus 
typa M fymphadanopothy-MtociMad «iru» « IwaMnr twnoMxioi man Ann tnicin M<d 
1985.102 627-30 

25 COC Protf«iona<PuW«Ha«l«t5«rvicaintar.aQMKyMComnMda!iOnttortc(afn«ngoon«tco^^^^ 
and pto«ma lor aMAody lo tha vwus c tm*tg «cqiwad mmunodoficiancy srndromt MMWfl 
1985.34 1-5 

26 COC Education •nd totlar cm ol ct»4dran mfociod «^ hyman T-hfmphoHop< irP* 
W lympnadanopaihy-MMcaiad wua MMWR 1985.34 517-21 

27 COC ACQuirad MiMiKMia daliCMACy lyndroma UUOSl practutiOfM lor cbnical 'Od laboi itoiy siitts 
MMWR 1982.31 577.80 

28 COC flacommandationa to« provanimg tianaMMaion ot mfaciion *«»» humao I lympnoiiopic vkms 
typa MtyrapliadAnopMAv-Mtouatad virus in«»o«Mffcptoc« MMWR 1985.34 681-6 691 $ 
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RESOURCE LISTING 



I. FEDERAL AGENCIES 



U.S. lEPARTMENT OF HEALTH AND HUMAN SERVICES 
PUBLIC HEALTH SERVICE (PHS) 
Office of Public Affairs 
200 Indq;>endeiice Ave., S.V. 
Room 725 -H 

VashipgCon, D.C. 20201 

* SurKeon General's Report on Acquired Imnaine 

Deficiency Sytritpme 

Additional AIDS Info mat ion materials available from tie 
PHS: 

* "Facts About AIDS" 

* ''AIDS and Children - Information for Parents of School 

Age Children" 

* "AIDS and Children - Information for Teacters and 

School Officials" 

* "AIDS Sex and You" 

* "Facts About AIDS and Drug Abuse" 

* "AIDS: Fears and Facts" 



U.S. rePARTMENT OF HEALTH ^ND HUMAN SERVICES 

CENTERS FOR DISEASE CONTROL 

Office of Public Inquiries 

Bide. 1» Rm. B-63 

1600 Clifton Rd. 

Atlanta, GA. 30333 

404-329-3534 

* Acquired Immunodeficiency Syndrome. AIDS. 

Recommendations and Guidelines. November 
1982-NoMBmber 1^56. 

* AIDS: Infonaatlon/Education Plan to Prevent and 

control AIDS in the" U.S. > 1987. 

* "AIDS Information lor Young People" 

* "AIDS and Shooting Drugs" 



NATIONAL COMMISSION TO PREVENT INFANT MORTAUTY 

Swltzer Building 

Room 2006 

330 C Street, S.V. 

Washington, D.C. 20201 

202-472-1364 

* "Perinatal AIDS. Care for our Children. Care for our 
Future." October 1987. 

(117) 
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II. NATIONAL ORGANIZATIONS 



AMERICAN ACAXW OF PEDIATRICS 

DEPARTMENT OF MATERNAL, CHILD, AND ADOLESCENT HEALTH 
141 Norttwesc Point Blvd. 
Elk Grove, IL 60009 
800-433-9016 



AMERICAN RED CROSS 
AIDS Education 0££ice 
1730 D Street, N.W. 
Washington, D.C. 20006 
202-737-8300 

The following AIDS information materials are available 
from the national Red Cross office or local chapter 
c** flees : 

* "AIDS: Spread Facts, Not Fear" 

* "Beyond Fear" 

* AIDS Prevention Program for Youth: 

"A Letter From Brian" (film/ video) 
A student/participant text/ workbook 
A leaders/teachers guide 
Parent support brochure 



AMERICAN FEDERATION OF TEACHERS , 
555 New Jersey Ave. , H.W. 
WASHINGTON, D.C., 1987. 
202-879-4507 

* "AIDS ^^ducation in the Classroom. Focus on Education 
Series" 



AMERICAN COUNCIL OF LIFE INSURANCE 
Health Insurance Association of America 
Department 190 
1001 PENNSYLVANIA AVE., N.W. 
WASHINGTCN, D.C. 20004 

Att: Eve Katz 
202-624-2424 

* '*Teens and AIDS: Playing it Safe" 



CENTER FOR POPULATION OPTIONS 
1012 14th St. , N.W. 
Suite 1200 

Washington, D.C. 20005 
202-347-5700 

* "AIDS and Adolescents: The Time for Prevention is 
Now" November 1987. 
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INSTITUTE OF MEDICINE, NATIONAL iiCADEMY OF SCIENCES 
2101 Conatltution Ave. N.W. 
Washington, D.C. 20419 
202-33^-2169 

* Confronting AIDS; Directions for Public Health, 
Health Care and Research 



NATIONAL EDJCATION ASSOCIATION 
1201 16th Street, N.W. 
Washington, D.C. 20036 
NEA Health Information Netvork 

* '•The Facts About AIDS," September 1987. 



NATIONAL SCHOOL BQABDS ASSOCIATION 
1680 Duke St. 
Alexandria, VA 22314 
202-838-6722 

* ^'^^^ the Public Schools. Leadership Report Vol. 



III. UNIVERSITY-BASED PROJECTS 



AIDS EDUCATION PROJECT 
State University of New York 
Stony brook. New York 
516-444-3246 

Att: Betty Coppola 

* "Medical, Psychological and Social Implications of 
AIDS: A Curriculum for Youi^ ikiults'* 



AIDS HEALTH PROJECT 
University of California 
Box 0884 

San Francisco, CA. 94143 
415-476-6430 

* "Working with AIDS: A Resource Guide for Mental 
Health ProfessioL'als" 



IITTERGOVEFNMENT^L HEALIH POLICY PROJECT 
George Washington University 
2011 I Street, N.W. 
Suite 200 

Washington, D.C. 20006 
202 — 872-1390 

* "AIDS: A Public Health Challenge to the States" 
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SEX INFORMATION AND EDUCATION COUNCIL OF IHE U.S. - SEICUS 

New York University 

32 Washix^ton Place 

New York, New York 10003 

212-673-3850 

* ''How Co Talk to Your Children about AIDS*' 



IV. STATE AND LOCAL DEPARIMENTS (g HEALTH AND EDUCATION 



The following list is illu8txati^^ o£ state and local 
education and health department initiatives on AIDS 



AIDS INSTITUTE 

New York State Health Department 

Alb any » New York 

518-442-3300 

* 100 QUESTIONS AND ANSWERS ABOUT AIDS 



AIDS ACTIVITY UNIT 

Ohio Department o£ Health 

246 N. Hish St. 

P.O. Box 118 

Columbus » Ohio 43266 

614-466-0265 

Att: Rachelle Randolph 

* AIDS VIRUS INFORMATION ?ACKA3E 



LEARNER SUPPORT SYSTEMS 
Minnesota Department o£ Education 
550 Cedar St. » Room 996 
St. Paul» Minnesota 55101 
612-296-4080 

Att: Martha Arnold 

* CTtESENTING AIDS: A RESOURCE GUIDE FOR INSERVICE 

EDUCATION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME AND 

etxiCAYIoMAl lMt>l!tCA1:iotts 



COMPREHENSIVE HEALIH EDUCATION OFFICE 
Dade County Unified School District 
1450 N.E. 2nd Ave. 
Miami. Fla. 33132 
305-376-1000 

* AIDS: ACQUIRED IMMUNE DEFICIENCY SYNDROME 
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OFFICE GF HEALTH AND PHYSICAL EDUCATION 
New York City Board of Education 
347 Baltic St., Room 202 
Brooklyn, New York 11201 
718-935-2000 

Att: Gerri Abelson 



PUBLICATIWS OFFICE 

LOS ANGELES UNIFIED SCHOOL DISTRICT 

450 N. Grand Ave. 

Los Apgeles, CA. 90012 

213-625-6432 

Att: Norn Hai^anes 

* NE W PATHWAYS TO HEALTH LESSONS FOR TEACHING ABOUT THE 



NATIONAL AIDS HOTLINE 



PUBLIC HEALTH SERVICE NATIONAL AIDS HOTLINE: 
1-800-342-2437 
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ADDITIONAL VIEWS OF THE HON. BARBARA BOXER, HON. GEORGE MILLER, 
HON. WILLIAM LEHMAN, HON. PATRICIA SCHROEDER, HON. BERYL 
ANTHONY, JR., HON. SANDER M. LEVIN, HON. BRUCE A. MORRISON, 
HON. GERRY SIKORSKI, HON. ALAN WHEAT, HON. LANE EVANS, HON. 
RICHARD J. DURBIN, AND HON. THOMAS C. SAWYER 

We are deeply disappointed and shocked by the Reagan 
Administration's lack of response to the public health crisis 
created by the AIDS epidemic. The Surgeon General has often 
been a lonely voice in the Administration, in his clear, 
unequivocal calls for concern, compassion and action. The 
Administration's appalling silence for six years after AIDS 
was first diagnosed in 1981, and its refusal or inability to 
spearhead and implement a nationwide, comprehensive AIDS 
education plan, in our view, are tragically inexcusable, 
contributing to the spiraling death toll. 

Clearly, AIDS threatens the health and lives of all 
/jnericans. More than 47,000 AIDS cases, including some 700 
cases among infants and young children and nearly 200 adoles- 
cent cases, have been reported since the epidemic began, and 
their numbers are increasing. 

The Public Health Service estimates that by the end of 
1991, there will bf more than 270»000 diagnosed AIDS cases in 
the United States, and more than 179,000 people will have died 
from the disease. The numbers of babies and young children 
with AIDS is expected to increase several -fold in the next 
five years, to more than 3,000 cases by the end of 1991. 

The threat to young children and adolescents has largely 
been buried in the tide of the epidemic so far. However, we 
now see hundreds of infants and young children with AIDS. The 
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increasing majority of these children have been infected peri- 
natal ly by mothers who used intravenous drugs and shared 
contaminated needles or who became infected through sexual 
contact with an infected partner. The problems already 
experienced by adolescents, such as their rates of sexually 
transmitted diseases, as well as the experimenting nature of 
their development, place them at serious risk too. 

The Select Committee has followed the insidious increase in 
AIDS cases among young children and adolescents , documenting 
the potential for disastrous consequences for a generation 
should we not act responsibly now. This report underscores the 
urgency of that need. 

The economic toll of AIDS is equally staggering: The 
Public Health Service estimates that in 1991 alone it will cost 
anywhere from $8 billion to $16 billion to care for the thou- 
sands upon thousands of AIDS patients in the U.S. Because this 
does not include care for those with AXOS-related illnesses or 
individuals who test positive for AIDS but have not yet devel- 
oped full-blown AIDS, this is a very conservative estimate. 

Historically, what have Americans done in response to a 
public health crisis? 

We can give a good example: In the 1940*8, hospital corri- 
dors across out Nation were packed with polio victims — mostly 
children --in wheelchairs and iron -lungs. In that day, we had 
a president we could count on to set goals and lead efforts to 
guide us through the crisis. Americans responded to the threat 
of polio not by throwing their hands up in despair, but by 




ERIC 



125 



pulling together, by uniting forces to develop a vaccine, find 
a cure and protect themselves* 

That record lies in stark contrast with the overall dismal 
record of the Reagan Administration on AIDS. 

It took President Reagan six years after AIDS was first 
diagnosed in 1981 even to publicly acknowledge it. He finally 
said that AIDS is America's number one public health priority, 
but there is little substance backing up this rhetoric. 

Until a vaccine or cure is found and becomes available, 
education in the only tool we have to prevent the spread of 
this deadly disease. Sadly, though, instead of a campaign of 
loud and clear life-saving messages, educational efforts have 
been an ideological battleground. 

In fact, some in this Administration seem to be exploiting 
the AIDS issue to launch a crusade against educational efforts 
proposed by the Centers for Disease Control (CDC), the federal 
agency charged with monitoring and combatting AIDS on the 
public health education front. It has become very clear that 
some in this Administration have been guided more by far right 
ving ideology than by the need to save lives. Meanwnile, more 
and more Americans are becoming infected, not informed. 

Ve have no problem with saying that abstinence is the most 
effective way to stop the sexual transmission of AIDS. Ke 
should get the abstinence message out, for in this era of 
AIDS, there truly is no such thing as *'safe sex'* unless both 
partners have always been monogamous. 
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However, that's far from enough. 

Ve have the responsibility to educate all Americans about 
how to Xower their risks of >»'>coming infected through sexual 
contact. must face up to th^ problems of drug use and do a 
much better Job of educating everyone about tl*e now even more 
deadly threat of I.V. drug abuse and the sharing of 
contaminated needles. 

And, most important and lacking to date, we must back up 
our commitments with the federal leadership and resources to 
implement and sustain clear action. 

S* -^ce 1981, Congzess has requested millions of dollars 
each year for AIDS research, treatment and education in budget 
negotiations. President Reagan's proposals have consistently 
lagged far behind — usually less than half the congressional 
figures. 

After six ye^irs of appropriating millions of dollars for 
AIDS education, what do we have to show for it? Not much. 

It was only a few months ago that the Administration 
finally unveiled a public relations campaign — video tapes 
and brochures so vaguely worded that its effectiveness is 
questionable. And, instead of taking the lead on its very own 
effort, this Administration prefers to pass the buck and leave 
the task of distributing these materials to states, private 
groups and networks. 

Earlier this year, the Administration was planning a 
massive, nationwide mailing of an AIDS education booklet to 
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each household. We thought that was an excellent idea, already 
done in England with very positive results. 

In July, Congress earzsarked $20 million to pay for the 
mailing. The CDC drafted proposed copy for the booklet, but 
after it reached Reagan's Domestic Policy Council, the idea was 
dropped, reportedly to placate arch -conservatives opposed to 
distributing medically explicit material. Nov Administration 
officials are saying there are no plans for a direct, mass 
sailing. 

The real tragedy is that while Admin strat ion officials are 
busy slugging it out over ideology, more and more Americans 
are literally dying of ignorance. 

Early this year, 38 mecbers of Congress — both Republicans 
and Democrats — requested copies of U.S. Surgeon General 
Koop's report on AIDS for their constituents. Twenty lalllion 
of these have been printed. Many of these members had to wait 
three to four ironths to get the reports . Some members who 
requested the report more than five months ago are still 
waiting to receive all of them. 

Thif defies reality. Every year the federal government 
manages to send millions of IRS forms to its citizens on ^ime. 
Why can't it get out the Surgeon Get.eral's report? 

Even the long-awaited Presidential Commission appointed 
this year to study AIDS hp- been crippled by infighting and 
resignations, and its report is not due until next summer. 

The President has appeared on television in recent veeks. 
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appealing for confirmation of his Supreme Court nominees and 
trying to calm fears about our roller-coaster stock market. 
Why can*t he find the time and courage to go on the air and 
tell Americans how to save their lives? 

Even the few effective and cost -saving state and local 
efforts continue to struggle to meet the challenge of AIDS> 
with little help and sometimes outright resistance from the 
federal government. 

We urge the President to use the last months of his term 
to provide the leadership and vision our Nation desperately 
needs to fight AIDS piifectively. 

We must dramatically expand our health care facilities and 
services to meet the needs of both advanced AIDS patients and 
those with AIDS-related illnesses. 

We must step up data gathering efforts to improve policy 
making and services for those with or at risk of AIDS. To 
date, with the exception of minimal epidemiological data, 
information about AIDS and young ^* ildren and adolescents is 
scarce. 

The National Academy of Sciences* Institute of Medicine 
has recommended that by 1990 the U.S. should be spending $2 
billion a year — $1 billion for research, and $1 billion for 
education. We must do our best to meet those goals. 

We should immediately implement a comprehensive, naf-fonal 
public education caopaign to tell all Americans what steps 
they must take to save their lives. 
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Ve must. In addition, support voluntary AIDS testing, and 
we must provide counseling for those who test positive for the 
AIDS antibodies. At the same time, we must guarantee that 
test results are kept confidential and that AIDS patients anc 
their families are protected by law from discrimination. 

That's the American way. 

Ve must send a clear message that abuse and ostracism of 
AIDS victims and their families — like the Rays in Arcadia, 
Florida or Ryan White in Kokomo, Indiana — will not be 
tolerated in this Nation, 

The bottom line is that AIDS is a public health crisis — 
a national threat that cries out for national leadership. 

Whether we want to face it or not, we all have a stake in 
the fight against AIDS. It targets children, adults. 
Republicans, Democrats, liberals, conservatives, whites, 
blacks, Hispanics, rich and poor. 

If we all don't unite to stop its deadly march, we will 
have to pay a far higher price in lives and grief in the years 
to come. 

Barbara Boxer 
George Miller, Chairman 
William Lehman 
Patricia Schroeder 
Beryl Anthony, Jr. 
Sander M. Levin 
Bruce a Morrison 
G^rry Sikorski 
Alan Wheat 
Lane Evans 
Richard J. Durbin 
Thomas C. Sawyer 
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ADDITIONAL VIEWS OF THE HON. SANDER LEVIN 

A GENERATION IN JEOPARDY: CHILDREN AND AIDS 
December 1987 

This report by the Select Committee on Children, Youth, and 
Families is An important contribution to our national fight 
against AIDS. As a nation, we are struggling to respond effec* 
tively to the AIDS crisis. We must prevent the spread of the 
disease through public education and individual counseling. 
We must guarantee access to humane treatment and social serv* 
ices for persons with AIDS. We must protect against panic and 
unwarranted discrimination that threaten to worsen this health 
crisis. It may be that concern for our children, more than any 
other factor, will stimulate the leadership and public educa* 
tion that are so necessary. My own experiences in the 17th 
Congressional District of Michigan underscore the need for this 
kind of informative effort. 

Unlike urban centers on the East and West coasts, the 
Detroit Metropolitan area is Just beginning to feel the devas- 
tating effects of AIDS. In terms of the spread of the epidem-* 
ic, Detroit is where New York was approximately five years 
ago. The virus is spreading most rapidly among intravenous 
drug users. However, Detroit still has an opportunity to learn 
from the experiences of other cities. We do not have to watch 
AIDS spread to infect 50 to SOI of IV drug abusers and their 
partners. We do not have to see further increases in the rate 
of children born with AIDS. Michigan can and must respond 
with informed leadership to prevent further devastation. 

This year, I mailed the Surgeon General's Report on AIDS 
to every household in the 17th District. This mailing was 
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followed by a series of tovm meetings and by a community 
leadership conference on AIDS. The response of the community 
was clear — people are willing to learn more and r^ pond con- 
structively to the threat of AIDS, and concern for the health 
and safety of children is especially high. Grandmothers said 
they would share the Surgeon General's Report with their grand- 
children. A nun shared the information with her Catholic high 
school class, which in turn organized a school -wide assembly 
on AIDS. Parents wanted to learn how to protect their chil- 
dren. A minister promised to preach a sermon on AIDS. 

These people wanted information. They wanted to see more fre- 
quent and more thorough press coverage about AIDS. They wanted 
authoritative information about how the virus is and is not 
spread. They very much appreciated the opportunity to have 
their questions answered by informed, reliable experts. It is 
clear to me that any efforts to promote public education about 
AIDS will be appreciated and helpful. We should not hesitate 
in our efforts in this regard. 

On the other hand, I also learned that while AIDS is an 
issue of real concern in Michigan, to most people it still 
seems remote. While there was a strong positive response on 
the part of a handful of my constituents to the Surgeon 
General's Report and the town meetings, initially, there was a 
larger, non-response overall. Attendance at the first autumn 
town meetings was much lower than I expected. By winter, how- 
ever, stronger follow-up efforts and a special outreach to 
community leaders seemed to boost active interest and 
attendance in the town meetings. 

This pattern was an indication to me of the remoteness of 
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government to confront this crisis. We have already suffered 
the consequences of «-^ak leadership from the President and 
divided responses from within his administration. Ihis is 
intolerable in the battle against AIDS, which is a struggle 
between life and death and a struggle to protect our most 
vital resource — our human resources, including the children 
of America. 



Sander M. Levin 
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ADDIIIONAL VIEWS OF HONORABLE TED WEISS 



M 



'AIDS AND CHILDREN: A GENERATION IN JEOPARDY' 



11 



DECEMBER 3, 1987 



Forty-seven thousand people have been diagnosed with AIDS 
— including nearly 700 children under 13 years of age — and 
more than 26,000 are dead. But these numbers pale when com- 
pared with projections for the future. The National Academy 
of Sciences and the Pu* lie Health Service tell us that by the 
end of 1991 there will be 270,000 persons who will have become 
sick or will have died because of AIDS. In 1991 alone, 75,000 
are expected to be newly diagnosed with AIDS. The additional 
tragedy is that of the 75,000 persona expected to develop AIDS 
in 1^91, only one -half are among the 1 to 1.5 million infected 



Prevention is the only vaccine we have against AIDS< It is 
possible to prevent this steadv - ression to infection and to 



having a positive effect. But the i.ed6ral Administration, whom 
history will surely judge to have missed the opportunity to 
prevent many of the AIDS deaths, is mired in right-wing concep- 
tual morality, debating issues that have nothing to do with the 
way people live their lives in the real world, and nothing to 
do with x.t vay AIDS will ever be arrested. 

Testimony presented to this committee established that 
between 70 and 80 percent of America's youth under the age of 



today. 



death. Prevention strategies 



y community organiza- 



tions and state and local gove*. 



n certain localities are 



(135) 



ERIC 




136 



20 arc sexually active. Clearly, urging abstention and Issuing 
advice on moral behavior by themselves are painfully inede* 
quate . 

Young children and teenagers should be the beneficiariea of 
enlightened educational programs, materials and counseling to 
help them to grow up avoiding ri8k->taking behaviora; and women 
in high-riak groups ahould be a special target of prevention 
strategiea, for most pediatric AIDS is acquired perinatally. 

Health care and housing for peraons with AIDS — including 
especially the aingle parent who haa AIDS or who has a child 
who has AIDS are aorely neglected problema that must be 
addreased ao that ^heir lives can be continued in the most 
comfortable, c ^mpasaionate and medically efficient manner. 

Dedicated acientists in the Public Health Service have 
from the earlieat stages of this cruel epidemic worked tire- 
lesaly to aolve the mysteries of the AIDS virus. In a few 
abort years they have made subatantial progreas in spite of 
the absence of adequate aupport from the Reagan Adminiatra-* 
tion. But despite the Administration* a reluctance to requeat 
and spend funda adequate to maintain mocsntum in cne search 
for treatment and a vaccine, the federal AIDS budget haa 
Increased annually, largely because of the forceful leaderahip 
the Congreas haa demonstrated year after year. 

We in Congress have been compelled to pressure, puah and 
urge a reluctant Administratior to requeat, and then to spend, 
more money for research, health care, and other deaperately 
needed resources. Although we cannot legislate a cure for 
AIDS, we can provide funda for the Public Health Service's 
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education, surveillance, research, and health care activities. 
Until an Administration is in place which accepts responsibil- 
ity for leading the government toward a rational, effective 
and compassionate response to the AIDS crisis. Congress must 
continue to provide such leadership. Tbis report is a signi- 
ficant continuation of that effort. 



Ted Weiss 
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ADDmONAL VIEWS OP BON. THOMAS J. BULKY, JK. 



I deeply regret that I aa unable to sign either the 
sajorlty report or the alnorlty views to accompany A 
Generation In Jcooardv; Children and MPS. I decline to do 
so not because I disagree with the entire substance presented 
(I aa strongly inclined to agree with the views presented by 
the ainority) ; rather I disagree vehci^ntly with the 
procedure used in drafting this report. 

Unfortunately, this report is perhaps the most vivid 
exaaple to date of this Coaaittee's failure to live up to the 
coaaitae:«c that it would operate in a bipartisan aanner. As 
a aeaber of this Coaaittee, neither I nor ay staff was 
inforaed that this report was in the works until the nee ting 
to adopt it was noticed — less ttian three full days prior to 
the aeeting itself. 

I was inforaed by the ainority staff that a draft of 
this report was aade available to the ainority staff in early 
Koveaber on the condition that it no t be shown to the Members 
of the Coaaittee . This is outrageous. Never in ay service 
in the Congress have I witnessed such a blatant disregard for 
elected Meabers of that body and the coaaittee process. 

I aust state for the record that instances like this 
aake it difficult for ae to support the continued existence 
of this Coaaittee. Clearly, the aeabers of the Select 
Coaaittee on Children, Youth, and Feuiilies, the Meabers of 
the House, and the Aaerican people have been ill-'served in 
this aatter. 
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DISSEffTING MINOklTY VIEWS OF HON. DAN COATS, RANKING MINORITY MEMBER; 
HON. FRANK WOLF; HON. BARBARA VUCANOVICH; HON. JACK KEMP; HON. RON 
PACKARD; HON. BEAU BOULTER; HON. DENNY HASTCRT; HON. aYDE HOLLO*IAY 



The Majority report Is an alanring docuaent. It reveals 
frightening facts about little children le£t to die by drug abusing 
aotiiers. But it is careful not to point a finger at Dotiiers who 
abuse drugs and infect rheir oabies vdth tiie deadly virus, and tiien 
leave tiiea in hospitals tx> die. 

The Majority report is alarm ng in the sense tiiat it doctnents 
the iricreulble costs or trcafjnent. or AIDS patienrs, bur, says very 
little about measures that ought to be put into place to prevent 
tills (fisease from spreading. 

The Majority report is alanning in tiiat it sends a warning to 
the American people «iiat our children are in jeopardy but then its 
only message to conbat tius threat is early sex education 
emphasizing condoo use. 

Finally, the Majority document is alarming because it is an 
attempt to identify policy options to halt the spread of AIDS 
without clearly I'^ving out all we know about the virus. 

How can our hearts not cry our for the victims? Even if the 
statistics do not in fact suggest cn entire generation is at risk, 
tjie potential that an entire generation could be at risk should 
coopel us to act. In reading the Majority report one gets the 
feeling that the Majority is uncertain whether it want^ to believe a 
generation is in jeopardy or not. The Majority apparently is not 
confort^able with the implications of its own report. If AIDS cjn be 
compared to a plague, that risks death for tens of thousands and 
potentially millions, then decisive action that changes lifestyles 
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is critical. 

Certainly, if a generation is at risk, the reconendation that 
condoos (with extraordinarily high rates of failure in the most 
coonon aethod of transaission - anal sex) and sex education courses 
{that are value-free and do not have a good track record of 
preventing other sexually transmitted diseases or teen pregnancies) 
are going to solve the problea is woefully inadequate. This report 
urges solutic iS that are so linit^ as to be irrelevant to bibies 
who get AIDS frcn dru? abusing motJiers, or children who get AIDS 
froB drug abusing or bisexual fatJiers who sexually abuse them, or 
teenage heaophiliacs who get AIDS froo contamnated blood supplies. 
The preventive neasures suggested do not logically flow from tJie 
definition of tht AIDS problens in children. 

The core of our dissent froa the Majority report is based upon 
tile following points: 

1) Most children, especially infants, get *IDS from adults. 
If we are serious about protecting children from AIDS, tJie 
focus iDust be on stopping the spread of AIDS aaong- adults 
as fast as possible. The Majority report never clearly 
states tMs basic tnjtji. 

2) The nunber one means of transmission of AIDS is through anal 
intercourse, most coBoon among homosexuals. The Majority 
report not only does not clearly st^te tiiis, it repeatedly 
downplays tht pivotal role anal intercourse and 
homosexuality has played and continues to play in the AIDS 
crisis. 



3) 



Infected hoBosexu*:! IV drug-users, especially in inner 
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cities and so-called *«shooting galleries," have spread it 
to heterosexuals. The mabers are still small, and since 
tJie CDC recently revised its definition o£ AIDS, it is not 
clear tJiat the heterosexual spread of AIDS is growing. 
However, we face a potential epidemic among certain 
categories of he erosexuals (i.e. those abusing drugs end 
tJiose carried ro bisexuals) and children infected by adults 
witii AIDS. 

4) This report indirectly hints at the tnith thAt family, 
character, and responsibility are the keys to solving this 
problem, yet it pays only »'lip service" at best to ideas 
that could produce real changes. The Majority report states 
no less tJian five tines tiiat 70* of teens are sexually 
active by age 20. Through repetition, tiiey seen to want 
readers of tJus report to become conditioned to accept the 
current level of teenage sexual activity is an unchangeable 
fact of life. 

5) Condom failure rates guarantee tiiat there is no such thing 
as »«safe sex." It may be '«safer sex" but, for example, it 
needs to be clearly stated that the failure rates in anal 
intercourse are hardly what most people would call safe. 

6) The Majority report criticizes the level of funding 
available. We would argue that probably the biggest 
spending void at this time is in the area of preventing the 
disease. Spending cannot keep up with demand unless 
aggressive prevention is undertaken. We need more canng 
for the potential victims. 

The following Minority views docunent our concerns about fhe 
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AIDS crisis and the Majority report, tht pain, agony and death of 
AIDS will not be stopped unless we honestly confront the key facts. 
Defining the problem correctly is a necessary first step to solving 
tJie AIDS cnsis. The Majority introduction called for avoidance of 
ideology, yet in their failure to go beyond ideology, they are in 
danger of failing to help the generation that may be in jeopardy. 

We need a reasonable, coof^r ehensi ve national strategy against 
AIDS based on tvo principles * caring and responsibility, this must 
include tne following elements: detection, prevention, education, 
treatsent, and research. We need compassionate care for -he 
individuals afflicted and responsibility toward potential victims. 

Ihese views are not a cotaprehensi ve national strategy as such 
but they hopefully point toward the direction we need to head. We 
are disappoint^ that the Comrai ttee report seens to only offer so 
little txjwaid a comprehension of and a solution tc the problem of 
AIDS and children. 
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I. INFANTS AND YOUNG QilLPREN 



A. AIDS AHQNG INFANTS AIJD YOUNG CHILEREN INQffiASING IRAMAT ICALLY IN 
•n«£E KISK CROUPS 

CURRENT (ENIER FOR DISEASE OONIROL (CDC) STATISTICS SHOW TOAT IfHILE TTC 
NUMBER OF CASES OF PEDIATRIC AIDS ARE INCREASING, THE INCREASE IS 
LARGELY WFIHIN CERTAIN RISK CROUPS 

As of Noveabcr 23, 1987, 682 cases had been reported to flie CDC. Of 
these 682 cases, 516 children contracted the disease froa their aotJiers, 
90 were Infected through transfusion and 40 cases were due to treatnent 
of a blood clotting disorder. What needs to oc st^t^ very clearly her? 
is that 951 of all cases of pediatric AIDS fall intx> these three risk 
gn)^)s, witji the other 51 being cases whose record is inconplete, still 
under investigation, or without identifiable risk. (AIDS Week?y 
Surveillance Report, CDC, November 23, 1987) 



^??^L^^???^^ Action Is Taken the Rapid Increase in Childhoo d AIDS 
Will tToPabiy Continue as Long as IV Drug Use Contiiiues 



Those areas that have a high incidence of IV drug use will continue 
to hiive tJie highest nuibers of pediatric AIDS cases. The Coadttee 
report pointy out that nost cases of AIDS are currently in San Francisco 
and New York Qty, with aost cases of childhood AIDS in New York, New 
Jersey, and Florida. Assuidng the vims spreads via homosexuals and/or 
IV drug users with AIDS txy additional cities, the projection is that m 
of AIDS cases will occur outride San Francisco and New York Qty by 1991. 

The projected Increases In pediatric AIDS are derived from the 
estlnat^ mabers of female IV drug users at child bearing age. 
Nationwide, the nuiber of IV drug users has been estimate to be between 
400,000 and iq) to 700,000, with probably nore tjun one million Including 
those who occasionally use IV drug;. (CRS, 1987) 
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unfortunately, tjierc is little accurate Infoniation on the extent to 
Utdch tjie AIDS vims has infected chlldbearlng uooen. More osdnously, 
as a recent study in the Journal of tjie Aaerican Medical Association 
not^: 

There are no dat^ on the seropre valence of HIV among sexually 
active waen in inner cities, where a large nuiber of aen who 
are intravenous dnig abusers live in close sexual and social 
contact witii a pool of woaen of reproductive age. 

The growix^ nueber of pediatric AIDS cases in areas with high levels 
of IV drug use will be stx)pped only when public health authorities 
obt^n tiiis auch-needed infomation. Routine testing of women of 
childbearii^ age in areas reporting high levels of HIV seropositivity is 
essential If we are going «xi contain this ssnifcst-tion of tty? epid^ic. 

Goi^resssan Williaa Danneseyer*s aaendaent to H.R. 1326, tite Public 
Health Sendee Infant Mortality A»eD<h»nt^ Act of 1987, is a good first 
st^ in this direction. Adopted on Noveaber 9th by a voice vote of the 
House of Representatives, the Danneaeyer Aaendnent would require 
operatx>rs of 'caaunity migrant healtii centers to offer an AIDS t^st to 
any feaale receivii^ aedical services at a comuni ty health center. 
Danncacyer estimates his asendaent would apply ta approximately four 
million woaen who visit these centers each year. 

B. MINORITY CHILDREN DISFR OPORTICmTELY AFFECTED BY AIDS INFECTIOhT DUE 
TO Hioi ftA T K OF I V DRUG IBS IN MIMORITY (Sm 

Nearly 80% of all tJte children with AIDS are eitiier black or 
Hispanic and aore titan 701 of all woaen with AIDS are aeabers of a 
ainority group. (Larry Thoapfon, Washingtx)n ?o st HealtJt, August 11, 
1987) 

Much attention has been paid to tiie increasing geographic spread of 
the AIDS virus. What is tjoo often overlooked in the spread of this 
disease is tiie relationship between IV drug use in a conaurity and tije 
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rate o£ infection. 



Since the aajorit/ o£ perinat^lly acoiired AIDS cases are linked to 
IV drug abusers, the doiographic characteristics of these children 
are similar to those of IV drug users with AIDS. Most (881) of 
these children arc black or of Hispanic etJmicity. The prevalence 
of AIDS in black and Hispanic children is IS and 9 tines tiiat in 
white, non-Hispanic children. (C. Everett Koop, Surgeon General, 
TestlEony before the Select Coonitt^ on Narcotics Abuse and 
Control, JUly 27, 1987) 



The disproportionate maber of minority children affected by the 
AIDS virus is a very serious problem. Ihese children are too often 
faced witii single parent fanilies in IV drug abusing ccoiaunities that 
place them at risk of school failure and poor health. 



The prcbles of =iiK>rity childfn and AIDS is very much a problem of 
IV drug use witMn tJiose communities of tiie inner cities. Whereas tiie 
problem of AIDS in tjie whit« coanmnity has been predominantly related to 
homosexuality it is more closely related to IV drug use among minorities, 
with tht possible exception of tiie Haitians. 



These fact^ about the minority population are critical for 
underst^mding the spread of AIDS especially in light of infoimation tiiat 
shows that risk groups are likely t^ remain stable. 



Ihere is some reason to siq)pose it will st^y confined to titese 
groiq)s for the foreseeable fut4jre...the risk groiq)s will be much tJie 
same in five years as at present. ( Hie New York Times , February 4, 
1987) 



C. CROWING NIMBERS OF QilUREN WITTi AIDS TRAGICAUY ABANDONED AND 
ORFHAJCD BY THEIR FAMILIES 



Hie tragedy of children with AIDS or 'border babies" abandoned in 
hospitals must be a priority. These children are victimized by the 
morJiers who bore tjiem. 
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What are the experiences q6 tiie;e babies? Senator Howard 
Metzenbaum, in testimony before tjte Subccomitt^ on Select Education of 
the Cooni tt^ on Education and Labor (October 22, 1987), auotcd a recent 
Washing tx)n Post front-page article: 



Last July, a drug addict, 7 montjis pregnant, was admitted tjo Harlem 
Hospital Center in labor. Witiiin hours she delivered a one and a 
half pound baby. The next day she checked ot of tiie hospital, 
leaving behind a daughter she did not name. 



Mr. MetzenbaiiD tjien stated: 



Today that 9-nontii-old baby whose weight hovers around six and one 
half pounds— lighter than many new-boms— is dying of AIDS in tiie 
hospital she never left. Doctx)rs say she got tiie disease fr^o her 
nother, who returned only once for a visit. 



The baby, who it^» spent her life encased in an oxygen tent, hooked 
up to a heart monitor, a nasal feeding tube and an intravenous 
antibiotic line, is a oenber of a fast-growing second genention of 
AIDS victims: infect^ babies, most of whom are bom to dmg-addir • 
parents who are dying f the disease. 



What do we know about these babies? 



-Young children witii HIV infection typically have at least one 
drug -abusing parent, vftien tiiere is such a parent in tiie family, 
tjiere may be at least one otiier child also witii HIV *nfection. The 
family obviously has serious problems. 



-Children with clinical AIDS typically have two to tiiree stays in a 
hospital per year, witii each hospital stay running approximately 10 
to 1 5 days. . . 



-Hospitals have not yet analyzed dat^i on tjie costs of care for these 
children, which are just now beginning to be available. Such 
analyses are underway. However, in general, hospitals report tjiat 
tiie costs of health care for children with AIDS are higher than for 
care for adults witii AIDS. Estimated adult AIDS patients* care 
cost« range between $20,000 and $76,000 per year... 

(Robert H. Parrott, M.D. , testimony before tjie Subcommi ttee on 
Select education. Committee on Education and Labor, October 22, 



1987.) 
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While research for a cure needs to be high on the list of funding 
prion tiesj it is clear to tjie Minonty that money needs to be set aside 
specifically to treat and to prevent children from acquiring AIDS from 
their mothers. 

The Department of Healtii and Human Services has undertaken a nuober 
of activities designed tx> prevent pediatric AIDS, ttone of these 
activities were mentioned in the Majority report. They include: 
research at NIH to study the natural history of AIDS, and rates of 
perinatal transmission and drug treatment for children with AIDS. 
Studies with AZT in children are ongoing: 

The early results are Quite promising: in several children who had 
either learning problems or some evidence of neurological impairment 
because of AIDS, all showed improvement aft^r receiving AZT. ..CDC 
awarded funds for se/eral new pediatric projects Includihg studies 
to assess the rates of infection in young children in tiiree 
high-prevalence geographical areas. Studies are also being 
undertaken tx) assess rates of infection in adolescents and to define 
more clearly high-nsk behavior in tiiis age group. (Koop, Testimony 
before the Conmitt^ on Education and Labor, Oct. 22, 1987) 

These studies will focus prevention effort^ on children and youtii, 
and the Minority believes these efforts are critical. 

The Office of Humaii Development Services has eansarlced $1.2 million 
for proposals to demonstrate innovative approaches to providing child 
welfare services for infants and young children witii AIDS. Day care, 
respite care, foster family care and coamimity -based alternatives to 
hospitalization will be activities considered for funding. Sick babies 
need help and tiie Minority wants to see those babies get ii. We believe 
that the current and proposed funding under HH5 and NIH to prevent and 
treat pediatric AIDS ought to be a priority. 

We applaud the efforts made by localities witii tiie greatest numbers 
of pediatric AIDS for responding. It appears that the most promising 
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alternatives for caring for AIDS babies cones fron liev York and 
California. In New Yorit, Mayor Koch recently testified tiiat; 

AIDS spending for treatment, testing, counseling, education, and 
otiier programs in fiscal 1988 will be $378 million, of wtUch $100 
million is city funds. (Mayor Edward Koch, testimony before the 
Select Committee on Narcotics Abuse and Control, July 27, 1987) 

There is no doubt tjiat children suffering from AIDS should not be 
subject to furtJier abuses by eitjier tiie hospital systems or tiie foster 
care systems. Innovative strategies need to be developed. There is no 
disagreement tiiat more effective and cost-efficient options are needed. 
Indeed, : is tiie right thing to do. 

It is also clear tjiat tiie only way to reduce tiie potential explosion 
of AIDS among tiie children of IV drug users is to hold tiipse motiiers 
accountable for tiieir behavior . 

There is very little in tiiis report about responsibility. We read 
of tiie horror stories of children being abandoned to die a painful deatii 
alone but notJiing of consequences for tiiose who killed tiic^. For tiie 
most part, AIDS, as tiie Majority report no*es, is a disease ihat can be 
prevented, a fact that the Majority report repeats nimerous times. 
Therefore, it is a disease for which, in most cases, one should be held 
responsible for its knowing transmission. 

In tiie Majority report it is stated tiiat tiie cost of canng for 
abandoned infants witii AIDS at the Harlem Hospital was $219,000 per 
year, witii a cost range \ip to $2400 per day. These costs are so 
overwhelming tiiat it would most likely result in reductions in spending 
for other needed programs. If society could or would svpr'-^tl sjch 
expenditures on a large scale, if we really care about these kids, we 
fDust prevent mptemal IV drug abuse and focus on accouj»Ubility because 
adequate care is likely to be of limited availability - after tiie child 
Is bom AIDS Infected is, a6ter all, too late. 
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n. AIDS and ADODESgffTS ; A TM BOMB? 



A. Tm «iER0SExu/vL y?£mur 

Discussing the sexual transaission of AIDS withcut swntioning 
hoBosexual behavior in general and anal sex in particular is like 
discussing syphilis Mithout. nentionirg intercourse. (Michael A. 
FUaentx), Co— entary , Noveober 1987) 

The Majority report* s discussion of adolescents is based ijpon 
the tiireat of a heteiosexual breakout of AIDS. Ihe dangers of 
hoDOsexual activity and IV drag use are oiniid.zed. Anal intercourse 
is never sentioned. *^y and lesbian youtii,** the Report says, 
*l>resent special concerns," but only because "these teens, in 
struggling vdtii their sexuality, freouently may have anonymous 
homosexual encounters distant from home while maintaining and 
engaging in heterosexual relationships in tiieir neighborhoods." 

But tiie reality is quite different. As of June, 1987, 40t of 
all AIDS cases among 13-19 year olds were homosexual or bisexual 
males, 71 were IV drug abusers, and anotiier 71 were botii homosexual 
and IV drug abusers. (1) Thomas Starcher, Directx)r of AIDS 
Surveillance for tiie CDC, explains that tiiough the CDC does not have 
the exact niinber of adolescents tiiought txy have received the aI'^o 
virus •hrough heterosexual transaission, he believes that nirib^r to 
be 'few, if any. "(2) 

Among adults, tiie overwhelming danger to homosexual males and IV 
drug abusers is well-documented, o-xty-six percent of all car 
aged 13 and up are homosexual or bisexual maler;; 171 are IV drug 
abusers; and 81 are botii homosexual and dru^ abusers; only 2\ are 
American bom individuals believed tx> have contracted tiie disease 
heterosexually. (3) The Center for Disease Control* s chief 
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epidcoiologist, Dr. Harold Jaffe, has stated: 



Those who are suggesting that we are going to see an exp osive 
spread of AIDS in tiie heterosexual fx^ulation have to explain 
why tJiis isn't happening. (4) 



The Question of tertiary transmi ".si on is of greatest import^e 
to tiie spread of AIDS aiDong h'^^jroi^jxuals. If tertiary transadssl 
reiaains rare tiien AIDS cannot spread far tiirough heterosexual 
means. Because CDC does not main t^n figures on tertiary 
transmission, one researcher sought infonnation from individual 
cities: 



on 



...I contacted the four cities witj; tiie highest niaicers of AIDS 
cases directly. In Uiic^s of tJwn tiie nwbers of hetarosexually 
transml tt^ cases were a txtget^T so small - 18 of 3,661 cases 
in San Francisco, 30 out i^f 3,459 in Los Angeles, 12 out of 
1,344 in itoustjon - a. to leave little n>o« for tertiary 
transaissions. New Yox ' City, witJi one-tJurd of all reported 
AIDS cases, has tJie dubious distinction of being the nation's 
AIDS capital; its epidemic is also tJiought to be sUjhtly more 
nature tjian that in San Francisco or Los Angeles; and its 
tracking and identification of cases arc probably the best in 
tiie world. Of 11,217 AIDS victims. New York report^ tJiat »«zero" 
*»ave been second-generation heterosexual. (4) 



In suf'port of tiie contention tjiat heterosexual transmission of 
AIDS is increasing, tJie Ma;^rity Report cites evidence from three 
sources showing a higher tiian average female/male rati*. «nong HIV 
positive persons. The Majority argument and rebuttals to tiiea 
follow: 



1. Results of tiie first six aontJis of HIV testing of civilian 
a ;)i?licant^ to ti * military revealed tiiat of tjipse testii^ positive 
f or HI/ antibodies, tAe male to female ratio was 2.69:1 . 

a. A .-eport by fJr»s mC to tjje Domestic Policy Council ci«-'*s 
corrected rates among military applicants: 5.5:1.(5) 
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b. >filltary statistics sbowing nales who have contracted AIDS 
from females have not held \sp well under scrutiny, as is 
demonstrated by tiie following account. (6) 



In Colorado, county healtii i#oricers near tJhe military bases 
of Colorado Springs were able to re-interview 20 active duty 
persons who had t^st^ positive. Of tiiat group, 14 
Ultimately adnitted tx> hooosexual «:ont^ct, uhereas only 
four had adaitt^ it tjo Any interviewers: three others 
were in fact IV drug users, Nhereas ^tK Anny had found only 
one. The civilian researchers, who specialized in 
investigatiJXT sexually transmitted diseases, found tjiat 
only one of »iic original 20 fell clearly intjo the 
hpteroserail transaission cat^ory, 

A simi-^r re-evaluation of tiie data in New York City also 
called into question tiie military statistics. The largest 
lumber of AIDS-posita ve recruit^ were in that area, and 25t 
of tJiem, or 23, subsequently called tiie ci»y Healtii 
Department's hot line for advice. 

At first, many claimed tiiey had contract^ AIDS from 
heterosexual contact with prostitutes, but lat^r changed 
their sto'y. Of the 20 who agreed to come into tjie Healtii 
Department office for counseling, 18 fell intx) the 
high-risk cat^ories, with 10 admitting tx> intravenous drug 
use and an eight to homosexual activity. The one woman in 
the group said she had sex witii an IV drug user. The one 
nan who might have contracted it from heterosexual sex 
alone turned out, on re testing, not to be AIDS positive. 



2. Dr.Hein also provided evidence suggesting increasing 
heterosexual transmission of tiie AIDS virus aaojig adolescents by 
noting that among New York City adolescent AIDS cases, the male to 
female ratio is 2. 8;1. 



a. Roughly one tiiird of tiie nation's IV dnig abusers reside in 
New York Qty. Studies have found IV drug abusers in New York 
City have an infectirn rate of about 60*. (7) The one high nsk 
group which is not overwh'^'^ngly male is IV drug abusers: in 
tiiis group the male/fejiale ratio is about 1:1.(5) 



b. Studies show tiiat most otiier cities have HIV infection rates 
among IV drug abusers far lower tiian New York aty's. Central 
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New Jersey has a 391 Infection rate, Los Angeles has 2. 81; San 
Antonio 0-21; Baltimore has 291; Denver 5t; Tanpa, Florida zero. (7) 
Only cities on the East Coast have infection rates higher than 
51.(5) Therefore, it would strand to reason tiiat NYC would also ^ave 
a higher percentage of AIDS casoS who were drug abusers and their 
feaale partners, but such a percentage would indicate nothing about 
the rest of the country. 

3, A recent study at an inner city STD clinic found that 6.3% of 
the wen and 3t of the woaen were HIV-infected. Of those with 
positive test results » one third of the nen and nearly 50% of the 
vcmen were infected heterosexual ly. 

a. This study was condxted in Baltinore where (as cited 
earlier) HIV infection anong IV drug abusers is estimated at 29t. 

b. The Baltioore study found a higher rate of infection among 
heterosexuals (not acknowledging otiier risk factx)rs) tiian any 
otjjer study. Other STD clinic studies have found rates of 
heterosexual infection (excluding other risk factx)rs) of 0.5% in 
NYC, 0.2% in Denver, and 0% in Seattle. (5) 

c. In otiier studies, risk behavior was ascert^ned by more 
reliable cethods than that used in the Baltimore study. Fbr 
example, the New Yoric City study, ascert^ned risk behavior 
tiirough in -person interviews. In tiie Baltimore study, however, 
risk behavior was ascertained through anonyioous 

self -administered aiestion&ires.(5) 
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B. WHY HASN'T AIDS SPREAD FASTER AMOt^ >CTCROSEXUAL$? 

A recent stud- of 96 wonen who were the regular sexual partners 
of IV drug abusers aiid bisexual sen witii AIDS and vith the AIDS 
virus showed that the women's risk of infection was significantly 
increased by anal intercourse, and the freauency of intercourse. 
Though only 23* of the wooen became infect^ witii the AIDS virus, 
WLoen who practiced rectal sex were nearly 2 1/2 tiies More likely 
tx) becoae HIV positive tJum those who did not. Also, infect^ women 
were nearly five ti»es nore likely to have had at least 100 sexual 
contact^ with the HIV positive sen. (9) From this study soip* experts 
have estimated the heterosexual transaission rates from men txy women 
tjo be about 1 in 1,000 contacts. (4,10) 

Many experts are also cooing to believe tiiat it is much more 
difficult for tj)e AIDS virus to be transaitted from a wonan to a nan 
than from a nan to a woman. Of 885 patients identified by tiie CDC 
as having received tjie virus tjirough heterosexual cont^t, only 
about 201 were men. Of these, 40t were reported from New York aty 
whicii subse9iently screened tiiese cases and found only 3 men who 
appeared to have crntracted AIDS from women. (6) 

One apparent explanation for the low numbers of female- to-male 
transmission of the AIDS vims consists in the absence of AIDS most 
common facilitator; receptive anal intercourse. A second possible 
explanation is tjiat the virus exists in vaginal secretions in far 
lower levels than in semen and blood, botii of which contain high 
ninbers of white blood cells. For tiiis reason one author says tJiat 
women may well be the 'fi rebreak" which stops the spread of AIDS 
among heterosexuals. (4) 
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C WHY ARE HOMOSEXUALS AT RISK ? 

Experts have cone to believe that the overwhelaing risk factor 
v^th regard tx> the sexual spread of AIDS Is receptive anal 
intjercourse, a practice comon aaong hooosexuals. A recent study of 
240 oen who becaae infected witii aids found tiiat 236 of then had 
engaged in inceptive anal intercourse. (4) Anal intercourse presents 
greater dai^ger than vaginal intercourse for several reasons: 

1) The rectus, unlike tht vagina, is easily ruptured. 

2) In the rectus, unlike rht vagina, the blood s^)ply is very 
close to tjie surface. 

3) The vagina provides far nore natural lubrication tiian the 
rectus. 

4) Condoms are far nore likely to fall off or tear during anal 
intercourse. 

Other factors contributing rx> tjie greater likelihood of AIDS 
transaiissions by homosexuals tiian by heterosexuals include: 

1) Promiscuity - A 1581 OX: study of homosexual AIDS victims 
found that they had, on tJie average, 61 different partjiers a 
year. (4) 

2) STD's - Homosexual males are 3 times as likely to get 
gonorrhea, and 14 tiaes more likely to have had syphilis than 
heterosexuals. Hepatitis B, relatively uncoonon among non-IV 
drug abusing heterosexuals, is epidemic aaong active 
homosexuals. (Hafer, 1986)(8) 
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3) 'TistiDg" - A practice a»ong honosexuals which causes traiiaa 
to riie rectm. 

D. ADOIESCEKTS, AIDS, AND IV DRUG ABUSE 

The Majority report ainiaizes the danger of IV drug abuse as a 
aeans of spreading AIDS aaong heterosexual tjeens. In tiie discussion 
of ainority teens, IV drug abuse is never nentioned. The section on 
IV drug abuse and adolescent^ covers less than one page and 
highlight^ testinony that the yourhs *tBost at risk for infection via 
shared needles are high school football players and otiier atiiletes 
who share needles for steroid injection." 

Yet, as found by the Majority report, 23* of youth with AIDS in 
New York City are IV drug abusers and lit are the female sexual 
partners of eitJier drug abusers o*" bisexual men. The overwhelaing 
aajority of pediatric AIDS cases are tjiose of babies bom to wooen 
trfio are either IV drug abusers or sexual partners of IV drug 



Heterosexuals are in danger froa AIDS, but not primarily through 
sexual activity. The extent tx) which AIDS spreads among 
heterosextials is due almost entirely to the behavior of IV drug 
abusers. Pauline Ann Thcoas, the epideaologi st in chax^ge of NYC's 
AIDS surveillance prog ran, explained: 



In New York Ci^, which has tiie highest mnber of heterosexual 
cases, the statistics do not show significant heterosexual 
spread throt^gh sexual contact, but rather through prinarily 
p<)orer people's use of IV drugs. ..It's not a case of the 
middle-class johns of prostitutes taking it back to their wives 
in tiie suburbs. Heterosexual spread is a drug problen--penod. 
(6) 



abusers. 
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Dr. Robert C Gallo, the National Cancer Institute researcher who was 
the co-discoverer of tiie AIDS virus, says: 



Ihere's no doubt in my aind we should be focusing on the 
high-risk grotq)s, particularly tiie addict problem. That and 
Africa aake everything else seoa trivial by cofc) ^rison. The 
drug problm is a oefs. It*s a national and international 
disgrace ot the first order. (6) 



Finally, Sui:geon General Koop explains: 



...The bottoB line is that if you al^. going to contain AIDS in 
the United States, you*ve got to contain intravenous drug 
abuse.(ll) 



E. AIDS> ADOI£SCEffrS, AND VB PROMISE OF SAFE(R) SEX 



An AIDS education that accepts children's sexual activity as 
inevitable and focuses only on *safe sex' will be at best 
ineffectual, at worst itself a tause of serious han. Young 
pe<^le should be taught that the best precaution is abstinerice 
until It is possible tjo establish a autually faitJiful 
nonogaaous relationship. (Williaa J. Bennett, Secretary of 
Education; C. Everett Koop, Surgeon General, January 30, 1987) 



The Majority report quotes the sane statistic five tines- tjiat 
70\ of tiie girls have engaged in sexual intercourse at least once by 
age 20. It is as if repeating this fact enough times makes it 
irreversible, or at least indisputable. According to tjie 1982 
National Survey of Family Growtij, 42t of all 15-19 year old 
unmarried woaen had experienced sexual intercourse. 



It is clear tiiat a minority of school -age girls, regardless of 
which survey you prefer, have engaged in sexual intercourse. The 
presumption of inevitability is a key assunption if you dismiss as 
irrelevant, as the Majority has, the option of teaching 
responsibil* ty, character an^ tjie iraport,ance of sexual activity 
being confined to inside marriage. 
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Condons and AIDS 

On Septenber 21, 1987, Sui^ecn General Keep issued a warning 
that prophylactics have *fextraordinarily high" failure rates anong 
hoaosexuals. Ihe sane warning, he explained, applies to 
heterosexuals who practice anal intercourse. (12) In an interview a 
few days earlier, the Surgeon General explained why condoms fail 
■ore often in aral intercourse. (13) 

That's entirely different. The rectia was not nade for 
intercourse. It's at the wror^ angle, it's the wrong size, it 
doesn't have the same kind of tough lining that the vagina 
does. It has its blood simply directly under tiie oucosa. 
Therefore, you would expect a great aany aore failures of 
condoss in rectal intercourse than vou would in vaginal 
intercourse, and it's iaportant to know that. 

The Surgeon General has explained that since writing his report on 
AIDS which recoaaends condoi use for both hoaosexuals and 
heterosexuals, he has been '^surprised" to find an al«ost conplete 
lack of research on condom failure rates and causes. (12) 

Several recent studies show very high condom failure rates for 
anal intercourse: 

Prostitutes reported condoms broke tq) to 501 of the time during 
anal intercourse, in o London study. (14) 

Condoms frequently ruptured and slipped off in a Netherlands 
study of 17 homosexual cotq)les engaging in 200 acts of anal 
intercourse with condoms. (15) 

-One brand of condom slipped off at the rate of 33t. 
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*One brand of condoo*s rupture rate /as 22\, anotiier was 



201. 



-Overall, the condoos had a rupture rate of lit and a 
Slippage rat^ of 151. 

-The types of condoms which offered the best protection 
were least likely tx> be used. "Ihe stiff est condoms sc<!faed 
to be safer tjian the otJiers, but they were also the least 
likec and therefore unacceptable to the participants.*' 

CondoQ-failure is not a problem for homosexuals only. In a 
study conducted by Dr. Margaret Fischl at the Uiiversity of Miami, 
171 of uninfect^ wives of infected men became infected theaselves. 
(16) Dr. Fischl commented: 

AltJiough condom use appeared to decrease the rate of HIV 
tramission, seroconversion occurred. 

These data suggest that condom use oav not afford complete 
pro*»ction against the heterosexual transmission of AIDS. 

Condcms have long been used as a contraceptive among 
heterosexuals. According tx) tJie 1982 National Survey of Family 
Growth, 111 of single women and 14t of married women who use condoms 
for contraception have ui^lanned pregnancies in the first year of 
use. "Die failure tx> prevent pregnancy by condom use is especially 
significant because a woman is fertile for only a few days each 
month. In addition, tiie AIDS virus is one five hundreth tjie size of 
a sperm cell, as Dr. Ifayne Lutton told the Select Committee (June 
18th hearing). Thus, the more porous condoms might allow 
transmission even witJiout breaking or slipping. Ihe Surgeon General 
has warned previously that condoms made of lamb membrane material 
(pq>ular among homosexuals because tiiey resist tearing) do not block 
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the AIDS vinis.(12) 

Dr. Malcoa Pdtts, one of the inventx)rs of prophylactics 
lubricated fath spexnlcldes, explains: 

We cannot tjell people how Mich prot^tion condoos give....ria 
always aaazed that we know the atoaic structure of the AIDS 
virus hut don't know such about condoas.(17) 

Dr. Bruce Voeller, president of the Mariposa Foundation, which 
Is conducting research on effectiveness and durability of condons, 
warns: 

The safe-sex aessage just isn't tnie... You're still playing a 
kind of Russian roulette. Instead of having six bullets in the 
chanber, you have one. (17) 

In January, 1987, NIH announced tiiat it will fund a study of 
the effectiveness of condoas ptA spensicide in preventing AIDS 
transaission under real life conditions. (18) The condoa Industry, 
however, has launched an Intensive caapaign to weaken tiiis study by 
Insisting \jpon less rigorous tests and st^dards. (19) 

Beyond the problea of condoa failure anong botii honosexuals and 
heterosexuals lies the aore difficult issue of human failure. A 
significant percentage of 'fcondca failures" have In fact been a 
aatter of huaan failure. Tbreover, there Is strong evidence that 
these human failures will occur bo re often aaong aJo?escent5 than 
anong the population at large. For exaaple, single wonHti under 18 
who u5e condoas tx> prevent pregnancy have an 181 failure rat^ in the 
first year of use; 18-19 year olds have a 161 failure rate; 20-24 
year olds have a 12t rat^. By contrast, single women aged 30-44 
have a 3t failure rate. (20) 
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Surgeon General Koop*s recent letter to the Journal of tiie 
American Medical Association (JAMA) :ontains some advice whicli could 
provide the basis for a legislative initiative. Koop told the 
nation's doctors, for the first time, that anal intercourse 'is 
simply too dangerous a practice." l&s statonent was so strongly 
worded, in fact, some variation of it should appear as a *5uxgeon 
General's warning" on every condom sold in this country. Koop said: 

Do not practice anal intercourse; the rectal mucosa bleeds 
eai / and provides an entry for HIV. Condoms provide some 
protection, but anal intercourse is simply too dangerous a 
practice. 

F. AIDS EDUCATION; HDW EFFECTIVE IS IT? 

A survey of University of Maryland students found tiiat tiiough 
951 of students knew about AIDS prevention, most of tiiem did not 
change their behavior. (21) 

-Of student^ practicing anal sex, 681 said they made no change, 
and only 271 said they practiced it less frequently. 

*0f students having sex with prostitutes, 56) made no ch^n^e, 
and only 37% did so less frequently. 

-Of students sharing needles, 76) made no change, and on*/ 14) 
did so less frequently. 

Researchers for tiie study concluded: 

We found that knowledge is reasonably high, yet tiiere is little 
personalization of risk or behavior change due to AIDS. 

Hiese results are compatible witii ti^se of similar studies 
across the country and around tjie world. 

A review of four studies conducted at U.S. universities 
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concluded: (22) 



Hie collective results revealed that rJhe majority of students 
are reasonably knowledgeable about tije ••ransuisslon of tiie AIDS 
virus and proper preventive measures. Ihfortunately, only a 
minority are translating their knowledge into behavioral change. 



A study of 303 homosexual men in northeast Ohio stated: (23) 



We have concluded tiiat educational efforts on safe sex 
education in our area have resulted in clinically meaningful 
behavior modification in only a small segment of the socially 
and sexually active homosexual connunity. 



The study found that only 28t practiced totally safe sex. Tit 
persisted in some activities that have been clearly described as 
unsafe. Three fourths of the persons participating in unsafe 
activities nevertheless felt comfortable that they had taken 
adequate precautions. 



A study of the massive AIDS educational effort in Britain 
concluded: (24) 



♦The campaigns had no effect on changing sexual behavior," 
despite a 'Significant knowledge gain." 



Dr. Vernon Mark, of the Harvard Medical School, suanarized tiie 
failure of public education regarding condom use in his testimony 
before the Select Conni tt^e in June, i987: 



The futility of educating the public to use condoms as the 
primary tx>ol to contain the HIV epidemic was revealed at the 
recent Washingtx)n, DC conference on AIDS. This was illustrated 
in two studies of gay men - a groiq) siq)p^sedly most educable tx) 
changing their sexual behavior. In one, a national study 
cutiducf.tKl on 4,955 gay men in 1984 showed that the use of 
condoms doubled over tiie course of the first four visits to the 
study center. However, over 661 of tjie 2500 men who still 
engaged in anal sex did not use condoms and 44t used nitrite 
inhalant^ to enhance tjieir sexual pleasure (which furtiier 
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contributes tjs user failure and irresponsibility). A second 
study of 505 gay and bisexual aen done in 1986 showed that 911 
were aware that anal receptive sex was tlie most risky sexual 
practice aiid 901 knew that condcns could reduce the spread of 
AIDS. Yet, 621 stated that they never or hardly ever used a 
condoH in insertive anal sex and 641 said that their partners 
were guilty of the saae dangerous behavior. Thirty-five 
percent of thea were high on alcoMl or recreational drugs 
during sexual intercourse and this cay have contributed to the 
lack of condoa usage. Nor was the Aaerican gay ccwunity the 
only group to continue indulging in unsafe sex practices. Hie 
British have reported very little change in high risk sexual 
intercourse even after a aassive national educational caxpaign 
to proaote the use of condoos. And Anerican researchers 
treating hesophiliacs Xiifect^ with HIV agreed tiiat a lack of 
conpliance in using condoas was their chief concern about 
otherwise pristine sexual practices in this largely aonagonous 
cohort of AIDS patients. 



6. SAFE SEX IN SCHOOL 



Telling a pers'^n who engages in high-risk behavior to use a 
condoa '^s like t^lUng scaeone who is driving Crunk tjo use a 
seat belt. "(17) (Malcolm Pott^, President, Faaily Health 
Initiative) 



According to Surgeon General Koop, information gathered during 
tJie wintjer of 1986 showed that 40 of the nation's 73 largest school 
district^ were providing education about AIDS, and 24 of the 
remaining 33 districts were planning such education. Seventeen 
states and the District of Columbia reoiire AIDS instruction in 
schools. Hiose courses usually begin in the seventh grade. (26) At 
least five dozen videos have been produced for elementary and high 
school use, and tJiey are aggressively marketed. Helen Todd, film 
and video supervisor for the Memphis, TN, school system says, 'I'm 
const^tly sending back videos." She has already bought five. (26) 



Hie big question, not treatef* in the Majority report, is, 'What 
do tJiese AIDS education programs teach?'* Hiough most texts, 
programs, and videos mention abstinence as an option, few promote it 
witJi real conviction or effectiveness. For example, one widely used 
teachers guide is Teaching AIDS; A Resource Guide on Acquired Immune 
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DefiCA- ncy Syndrome , written by Marc i a Quackenbush (cuoted in the 
Majority report) and Paaela Sargent. Tliis text never specifically 
reconends abstinence as the best and most effective vfay for an 
adolescent to avoid AIDS. In a chapter on teaching plans, a section 
addresses *How can we help change people's beliefs and behaviors 
about safe sex?*', and gives this advice (p. 33): 

1. Educate everyone about safe sex. 

2. Educate everyone about condon use, including how and where 
to get thea, how to use then, how to talk about condon use with 
partners. 

3. Tell young people about faaily planning or health clinics 
where they can get condoms for free or at cost. 

4. Educate about how to make condoa use part of the intimate 
sliaring of sexuality. 

5. Educate sexually active youtii to always have condoms 
available in situations where they odght need tiiem, so tjiat 
spont,aneity is not affected. 

6. OtJiers? 

A recent report by the Center for Population Options (CPO), a 
promoter of school -based clinics, S'j?gest^ tiiese ways to promote 
condoa use among teens: (27) 

-Encourage adolescent^ to carty condoms routinely to help out 
friends or be prepared tiirmselves for situations where *\f, just 
happened. •' 

-Assign homework such as purchasing coidoms at a pharmacy. "In 
some schools, stuuents can't pass tiieir health class without 
buying a condom," says the report. 

•Ask student^ to submit two-line verses tjo a 'tondom couplet 
contest. " 

A representative of the CPO, admitting tiiat some of tiiese 
suggestions may <;(xmd "^urnrising" con'^ends that the U.S* lags 
behind much of tJie world in providing explicit infonaation about 
condoms. 
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In Dulland, schcol duldren make a game of blowing up condons 
like balloons and at the saoe time get used to handling and 
talking about condoms.. .In Hong Kong and Mexico, clear plastic 
key rings that encase a condom are distributed tx> tjeens. They 
read, 'In case of emersency, break glass." 



"Die Solution 



Teenagers' beliefs and convictions about proper sexual behavior 
are more effective in shining their behavior than mere 
knowledge about devices such as condoms. Indeed, promoting the 
use of condoms can suggest tx> t.eenagers tf*at adults expect thea 
to engage in sexual intercourse. This danger oust be borne in 
mind in any discussion. ( AIPS and the Education of Our 
Chi Idren , U.S. Departaent of Education} 



•Safe sex" is not a new concept among adolescent^. For at 
least a decade and a half, federa^., st^te, anC. local governments and 
schools have been teaching t^ns about safe sex. Unfortunately, 
their effort^ failed. Teens were tx)ld that contracepnves would 
keep then safe from pregnancy but their pregnancy rate has 
skyrocketed. So has their rat^ of sexually transmitt^ diseases. 



In 1971, 3 out of 10 unnarried sexually active t^nage* girls 
had become pregnant. Over tjie next decade contraceptive use by 
these t^ns increased dramatically. But in 1976, 1979 and 1982 (all 
the years that surveys were taken) still 3 out of 10 of tjiese t^ns 
had becoae pregnant. During the 11 . ;ar span from i971 /> 1982, the 
percentage of all unmarried teenage girls who had become pregnant 
increased o/er 501. Khy? Because during that same period, the 
percentage of unsarried t^nage girls who were sexually active also 
increased by more tiian S0t.(28) 



* 15-19 years old 
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Ttiere are two basic variables which affect adolescent. pregp'-Ky: 

1) the percentage of unmarried teenage girls who are sexually 
active, 

2) the percentiige of tjie above group who get pregnant. 

AlBost two decades ago many goyemoent officials and 
educators decided that it would be futile to try tjo prevent 
teenagers fron becoaing sexually active. Therefore, efforts rx> 
reduce teen pregnancy began to focus exclusively on encouraging 
sexually active teens tjo use contra- eptives. Hiese t^ns did use 
contraceptives, but did not use tiiem very well. Their pregnancy 
rate hardly budged. All effort^ tjo affect tije second variable caae 
to pought. In the neantioe tiie percentage wf those who were 
sexually active grew by nore than half. Consequently, the 
percentage of all un&arried teens who had becoae pregnant also grew 
by aore than half. In the end, tiie variable vhich no one tiiought 
could be changed was the variable which aade 4ie difference. 
Uhfort'inately, the difference was in tiie wrong direction. 

Govemnent officials and educatx>rs have learned a lesson froo 
this experience; but sooe have learned more than otiiers. And sone, 
no doubt, understxxxl the lesson all along. 

A new AIDS prevention canpaign announced in November, 1987, by 
Mayor Edward I. Koch of New York Gty advises teenagers tiiat the 
best way to avoid AIDS is by saying no tjo sex. Hie campaign is a 
180-degree turn-around from the city's first ads introduced in the 
previous spring. Hiese ads, which encouraged wooen tx) carry 
condoBS, were reject^ed by most local conmercial st^itions. Koch 
explaified tJiat the new ads !»i.fe!»& abbiiiiefice because of tiie belief 
by many that the use of condoms or any Wnd of sex outside of 
marriage is morally wrong. »Tt is not a kcok position. Now we have 
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to address that«" (29) 

Very few of the new »«safe sex" texts, videos, and otiier 
learning tools oait scmt Bcntion of abstinence. But all too often 
the Mention of abstinence at an 'bption" anounts to little Bore than 
lip service. 

Secretary of Education Williaa J. Bennett, is a strong advocate 
of prograas which clearly pioaot^ abstinence aaong unaarried t^nj 
and help teens to achieve that goal. In addition, the DeparOaent of 
Education booklet, AIDS and the Education of Our Children clearly 
states that AIDS education within the saK>ols must be locally 
detenlned and should: 

* Be provided with tJie cons<mt and involveoent of parents. 

* l^^ld Bonogaay in aarriage as deslreable and wortiiy. 

* Assist children in developing character with clear 
standards of right and wrong. 

* Use aaterials rich are appropriate tx> the age and 
development of the child. 

The assfption that teenagers are inevitably sexually active is 
incorrect. Teenagers want adults fx> explain tx> that on how to 
Toslst tjie soci -1 and peer pressures that result in dangerous 
behavior. 

* Many young people want tjo say 'V>o" to sexual activity. 

F&ne out of ten girls under 16 want^ to learn how to say 
'ho" tx) sexual activity, according to a study conducted by 
Atlanta's Grady Meaorial Hospital. 
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The 18th Annual Survey of High Achievers, ccnpiled by Who's 
Who Aaong American High School Students , found tjiat 731 of 
the student^ said that they never had sexual intercourse 
and 61% believed ^t sex should not be expected in a 
preaaritai roaantic relationship. All the student^ 
surveyed boast A or B acadendc averages. 

* Educitional prograas tiiat emphasize responsibility t^each yc«ip^ 
people tx> restrain tl^eir sexual behavior. 

Tbe CoMunity of Oring programs, sponsored by the Joseph 
?. Kennedy Foundation, teach sexuality in a cont^t of 
taoral, ethical, and faaily values. Ihe Joseph P. Kennedy, 
Jr. Foundation established a network of CooBunity of caring 
prograas 11 years ago to help coabat tJie probleas of 
adolescnt sexual activity and tjtcn pregnancy. The prograa 
orginally focused on helping pregnant t^nagers have 
healtiiy babies, but has expanded int^o other areas of 
concern - especially pregnancy prevention. A new 
curriculiM, 'lowing Vp Caring*' has recently betn 
i^>lenented in five school systess. The curriculua is 
based on the belief tj^at t^eenagers becoae sexually active 
because they have not perceived tjieir sexuality in a aoral 
cont^t. The prograa operates on the preaise that any tiae 
sex education is taught, it aust be t^pght within the 
cont^t of the faaily and ethical values. 
'^Growing (Jjp Caring" contains a section dealing witii AIDS in 
its t,eaching unit^ for teachers, parent^, and other 
ins'^mctional personnel, l^s discussions and j<ctivitiA<; 
eaphasize aorality and responsibility. For exaaple, in the 
section on drug abuse, a point is aade that teenagers arc 
responsible not only for their health now but also for 
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their ability tjo becoae productive citizens and to 
establish strong and beaUhy £aailies of their own. 
*Crouing Vp Caring** has recently been iupltmntjtd in five 
school syst.e&s, and they report only 31 repeat pregnancies 
after twelve aonths* as opposed to a 15t national average 
reported by the Allen GUttaacher Institute. 

*ft>siponing Sexual Involvement '* is an Atlanta program which 
helps adolescents 'ircsist pressures to becciie sexually 
active." 'IVKtponing Sexual Involvaent" is a 'ffew to Say 
No" program targeted to 13-to-l5 year olds and their 
parents. The progran is taitght in Atlanta schools and is 
being impltmtntjcd Hioaghout Georgia. The prograa was 
developed to help adolescents resist pressures tjo becoae 
sexually active. It consists of a series of four one hour 
sessicms and a follow-vp session. *TV>stponing Sexual 
Involveaent" does not siaply present infomation but gives 
teenagers the tools and skills they need to handle the 
reality of their sexuality. It also identifies the sources 
of societal pressures that are often responsible for early 
sexual activity. Partnts receive a shortened version of 
the lessons. 70% of students talcing the course said it 
taught thea adolescent^ can pos^ne sexual activity 
without losing tteir friends respect. 

*5ex Respect" teaches young people to value their sexuality 
sore highly and to postpone sexual activity until 
■arriage. The U.S. Deparfaent of Health and Hman Services 
report^ in it^ assessment of the prograa: '^sitive and 
encouraging changes in attitudes towards sexual behavior, 
including the ability to control sexual desire." 
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•Suddenly Sex Has Become Very Dangerous" (by Gooday Wdeo 
of Oiero, Texas) stresses abstinence as the only sure aeans 
of avoiding AIDS. Its distributors report it has been 
adopted in over 1000 school districts, and has been highly 
praised by the Arizona Departsent of Education, the 
Virginia Deparfaent of Education, and local school 
districts throughout. 

•Responsible for Myself*' is a San Marcos, California 
prograa that teaches young people how to study, how tjo make 
decisions based on values, and th.%t •Abstinence is the only 
way for teenagers to deal with sex.^* Belie/ii« that 
today •s young people need to leam about responsibility 
ra^Jier tJian learning by chance, at San Marcos Ainior ffigh 
School (San Marcos California), the staff, parents and 
coaaunity aoibers put tx>gtber a program to encourage 
students to be re^nslble for the«selves. Focus « on 
specific teenage problems such as sexual activity,drug use, 
poor self esteea, and poor study habits and decision-«ikii« 
skills, the planning group designed a prograa titled 
'Decision Making-Keys to Total ikiccess.^^ The section of 
the program entitled 'Sexuality » x'^soBi taent, a^^-i Faaily^^ 
teaches children that a:'>stin^.ice is the only sensible way 
for teens to deal with sex. It seeks to instill 
appreciation for the creation of life, people. Negative 
peer pressure and aedla influnce are also discussed. The 
orograa helped reduce adolescent pregnancies 
significantly-frcn 147 in school year 1984-8S tjo 20 in 
school year 1986-87. 

Positive influences can reduce sexual activity rat^s. 
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lQ)en adolescents and their parents tx>ld values which stress 
responsibility, the teena^^ers* chances of having children 
out of wedlock are '•sigrificantly" reduced, according tjo an 
analysis of the »ffigh School and Beyond Survey. " 

Alfred Kinscy in Sexual Behavior in the Htaan Male shows a 
positive correlation between greater church cctivity (or 
greater devoutness) and greater abstention froa non-sari tal 
intercourse. 

Strong religious convicMons influence Many teenagers to 
avoid sexual activity. (Several studies have found tiiat 
young vonen 15-19 wijo said religion was i^x>rtant tjo then 
and went fx> church were less likely tx> report having had 
sexual intercourse) 

A close Bother^ught^r relationship reduces the likelihood 
of premarital sexual activity by tive daughter. 

Teenage girls who grow up in households witii botii stale and 
feaale parent^ are less likely to be sexually active. 

Certain educational prograas stressing character and taoral 
restraint report success in affecting attitudes and 
behavior. (See section below.) 

Sexual activity rates can decline as well as increase. 

The percentage of children who nave had sexual intercourse 
is dropping for so«e teens and leveling off for others 
(e.g., ti»e proportion of black adolescent girls who were 
sexually active declined froa 6SI in 1979 tx> 531 in 1982 
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after increasing froa 51t in 1971 to 64t in 1976). 

* Most teenagers are not having sexual intercourse. 

For exasple, the najority of girls aged 15-19 have never 
had sexual intercourse, though the nusber of girls in this 
age grot^ who are sexually active increased from 281 
between 1971 and 1982. 

The Logic of Abstinence for Teens 

Ife have deiaonstrated thus far that AIDS education and condor 
education have failed, that soae alternative prograns have indeed 
worked, and there are other influences on teens that can positively 
influence thea as well. What follows is yet another argisent for 
proaoting lAat is always agreed is tlje aost effective alternative 
for kids: the logical argment. 

1) Teens are risk-takers. 



The Majority report notes that adolescence is a period 
'tha)acterized by a sense of invulnerability" (pg 27). In 
othei words, teenagers routinely accept physical risks that 
othe s reject. 

Beatrix A. Hadiburg, a child psychiatrist at Mount Sinai 
Hospital in New York Gty, told The ?few York Tiaes recently 
tJiat around age 10 youngsters *bntcr a risky period vhen 
tJiey do lots of exploring at a tiae when tiieir cognitive 
developaent has not yet reached the point where tiiey can 
make judgments that will keep tXiem out of trouble. They 
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cannot really comprehend laws of probability. And tiiey also have 
Ideas of invulnerabili V that pemeat^ tjieo rjut they can safely 
take a known risk." 'Hiese influences seea tx> peak, the Times 
article said, in the years between 10 and tije mid-20s. (NY Times , 
11-24-87) 

2) R7.sk-takers will not alter tjieir behavior unless they 
i^eive an unequivocal sessage to do so. 

(Xir society has concluded that tiie most effective way to 
reach tiiose who kr.owingly endanger tiieaselves tiiough high 
risk behaviov - whether it be consunption of di-«gs, 
alcohol, fatty foods, or tobacco • is through a laessage of 
abstinence. Alcoholics Anonymous (AA) t^iis its aeabers tjo 
"just say no" to alcohol: drug counselors tell drug addicts 
to "just say no" tjo drv^s; heart and lur^g specialist^ t^n 
their patient^ to "just say no" to cigarett^es and fatty 
roods. But when it coses to AIDS, tjiere are those who 
advocate an aabiguous aessage that anounts to: engage in 
sex, but be careful ♦ Several years ago, a medical journal 
published a study which reconended tliat alcoholics be 
allowed an occasional drink« AA and other concerned groups 
angrily dispute the findings^ arguing in essence that tiie 
only way to cure an alcoholic is tiirough tjot^i abstinence. 

As tJie Surgeon General has pointed out, only 3.0t of 
sexually active teenagers \n a Massachsett^ study used 
contraceptive devices ef f ecti vely. (page 39) Teenagers 
sUply will not teed Ac sdicd scssagc favored by sccc {'"go 
ahead and have sex, but be sure to use a latex condca 
supplemental witii jelly or cream containing at least dSmg 
of nonoxynoA-9"). If Dr. Hein is correct that teenagers 
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tend to focus on *toncrete*» ratjier than '^abstract" tiiinking 
and **tangible** rather than *long-tera" factors, tJien the 
Majority's style of AIDS education, which is itself 
abstract and confused, is aisguided. 

(3) Sexual abstinence aakes sense for teenagers. 

Contrary to the assertions in the Majority report, 
abstinence is a reasonable message to impart rxy teenagers 
because aost teenagers are sexually innocent. 

By age IS, an age at which aany t^nagers have already 
begun sex education classes, over 80t of the boys and 901 
of the girls have not engaged in sexual intercourse. Even 
two years later, at age 17, the vast najority of girls and a 
slight aajority of boys are virgins. Clearly, tx) assiae that 
all 15 year olds are sexual sophisticates and structure 
AIDS education courses around tJiis false prenise, 
is to sislead and possibly ham many innocent children. 
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III. WE NATIOWIDE PICTURE 



A. ™ FEDERAL SHARE 



The Majority report fails tx> yield a comprehensive picture of 

(1) how Buch federal money is now going for AIDS related research; 

(2) how much federal none/ is estimated for FY88 such research; (3) 
the extent of a state's ability to contribute its own funds to 
complement tJie federal war on AIDS. 



It Should be noted tjiat every year Congress has dramatically 
increased money for AIDS related research. "In each fiscal year 
since 1983, tiie Congress has increased the AIDS budget by 761 tx> 
1151 over tJie previous y^zz," (GAD, )987, p. 14) Recent estimates 
by the Govenwnt Accounting Office (August, 1987) show 'federal 
spending for AI£S across all programs, including Medicaid and 
Medicare outlays ai*d. Social Security p?- -nt^, will total nearly 
$1.3 billion fcr FY 19d8.*' (Intergovet.*rw-ntal Health Policy ^oject, 
OflJ, 1987) 



An examination of the table below shows tJie dramatic increase in 

AIDS related research from just the Public Healtji Service along. 

rable 1 ; PHS Hxpendioires /Budgets 
for AIDS. Fiscal Years 1981-1 588. 

Dollars in thousands 

Year Amount 

1981 (Actual) $ 200 

1982 (Actual) 5,555 

1983 ^'Actual) 28,736 

1984 (Actual) 61,460 

1985 (Actual) 108,618 

1986 (Actual) 233,812 

1987 (Es'iaate) 447,375 

1988 (Proposed) 790,661 

Source: U.S. Congressional Research Service, Federal Funding for 
AIDS Research . Washington, D.f. (Feb.2, 1987), p.§ and Mh5. 
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According to the Office of Manageaent and Budget, the federal 
expenditures <'ot AIDS have steadily evolved: in fiscal year 1986, 
$436 million dollars went to AIDS zelated research; in fiscal year 
1987 estimates are as high as $839 million; and In fiscal year 1988 
the estimate is $1, 322,000, 000. These figures Include all AIDS 
related monies apprq)riated for tiie public Health Service, the 
federal share of Medicaid, the departments of Defense and Laboi, the 
Social Security Administration and the Veterans Adminis^tration. Ihe 
breakdown of these figures show FY87 and FY88 dollars: 

Fede r al Expenditures for AIDS, rlscal Years 1987-1988 
IHoIxars in millions) 



Program or Depariaent 1 987 Amount 1988( estimate) 

Riblic Health Service $494 791 

Medicaid 210 375 

Social Security 26 48 

Veterans AUni strati on 3C 44 

Department of Delense 74 52 

Department of Labor 1 1 

D^artaent of Justice 3 6 

Department of State 1 5 



Source. U.S. Congressional Research Service, Washington D.C. Dec. 8, 
1987. 

B. im STATE SHARE 

It is Impossible to get a nationwide picture of current resources 
going to AIDS related research without looking at state expenditures: 
*Since fiscal 1983-84, states have allocated more tiian $239 million in 
general revenues to AIDS activities — stjirting at $9.3 mil U on in 
fiscal year 1983-84, increasing to $27.5 million in 1985-86, and 
reaching $126.3 million by 1987-88.'- (Int^rgovermental HealtJi Policy 
Project, GW;, 1987, p. 2) 

These numbers do not Include state spending tjirough Medicaid. "In 
addition to the $126.3 million states have reported allocating to AIDS 
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In fiscal 1987-88, the federal Health Care Financing AAdnistratlon 
(HCFA) estlnates tuc states will spend $300 aillion through Medicaid for 
the direct sedical care expenses of AIDS patients." ^ ^tergovermental 
Health Policy Project, GWI, 198/, p. 2) 

What Are State Funding Priorit ies? 

States appear aore willing to appropriate state dollars for 
education and infoxvatlon programs and adodnistrative activities related 
to AIDS related prpgraos. In addition, states are si^pleaenting federal 
grant funds to support counseling and testing programs and to develop 
direct patient care prograos. 

Thsre is an Increasing demand for testing and couns;^ling services at 
the state level and states appear to be putting »ore of their aoney Into 
testing than In previous years. *More than half of the states reporting 
AII6 expenditures are allocating funds to expand testing and counseling 
services." (Intergoven«ental Health Policy Project, GWJ, 1987, p. 3) 

All States Are Responding to the Threat of the AIDS Epidemic, Even 
States yi th Low Incident Rates 

It is clear In reviewing state-only, per-caplta expendltui^s that 
the states with high Incidence rates are spending more on a per -capita 
basis. ^However, the significant trend is that m Increasing nuiber of 
states, even those with relatively low Incidence rates, are allocating 
funds in an attempt to manage the situation before it becomes a major 
public health problem within tjieir own borders." (Intersovemaental 
Health Policy Project, GWI, 1987, p. 5) 
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Conclusion 



Ihe public policy goals in combatting the AIDS q>idesic are 
straightfoivard: tjo safeguard those ^tio are not infected, to care for 
tiiose who are infected, and tr do everything that is husanly possible to 
save precious lives that are Lt risk for tMs deadly disease. 

It is tiae tjo move beyond ideology and to break up tius public 
policy staleaate. At the sae tiie that ye avoid hysteria, we oust also 
avoid obscuring the fact^ about transsission. Mhat we know about AID8 
is sobering and it ought to trigger a more serious national re^nse 
than what we have witnessed thus far. A stronger, aore coaprehensi ve 
national response aeans that federal » statje^ and local poUcyaakers need 
to closely examne all t^ facts, weigh the experc opinions as well as 
the claias of advocacy groups in order tx) devise an efr^tive, just and 
htnane policy that proaot^s the coaaon good. 

We aust integrate the ever changing factual evidence intx) 
appropriate policy Initiatives, tfe aust be open to objections and ^x> 
criticisms but at the saae tiae have tite collective wisdca fa know the 
difference between tolerance and moral relativisa. We need to get on 
ntj) the job of stripping the transaission of AIt8. We can do tiiis with 
a fira clearheaded pubKc policy aiaed at a preventable disease. 

Dan Coat^, Rankir^ Minority Meaber 
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Barbara Vbcanovlch 
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Ron Packard 
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Denny Ksstert 
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